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ABSTRACT OF THE DISSERTATION
Minority Parents’ Narratives of Living with Their Child
with an Autism Spectrum Disorder
by
Monique Willis
Doctor of Philosophy, Graduate Program in Marriage and Family Therapy
Loma Linda University, September 2014
Dr. Colwick Wilson, Chairperson

Previous studies addressing the impact of autism spectrum disorder (ASD) on the
family focus largely on the Caucasian population (Cassidy, McConkey, TruesdaleKennedy, & Slevin, 2008; Hebert & Koulouglioti, 2010; N. Johnson, Frenn, Feetham, &
Simpson, 2011; Myers, Mackintosh, & Goin-Kochel, 2009; Rao & Beidel, 2009). There
is a dearth of research examining the impact of ASD on family dynamics in marginal
groups. This study attempts to add to the sparse literature and to increase understanding
of the specific experiences of minority parents of children with ASD.
Family systems theory, family systems-illness model, and social constructivism
frameworks inform this study and enhance understanding of the implications of ASD
within the familial context. A qualitative methodology is used to develop theory of the
minority parents’ experience. The study draws upon interviews obtained from minority
and sociodisadvantaged parents residing in Southern California. Parents are invited to
share their personal stories of their ASD journey. Constructivist grounded methodology,
as described by Charmaz (2006), is used to answer four research questions:
1. What are the experiences of minority parents who have a child with ASD?
2. How do minority and underserved parents process ASD throughout their
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family life cycle?
3. What factors influence how they process the condition?
4. What are the effects of ASD on the minority family unit, particularly its
impact on the parental relationship?
The aim of this inquiry is to use the parents’ experience to articulate a theory that
captures how ASD is addressed in underrepresented families. Therefore, the dissertation
that follows provides a detailed introduction to the issues related to minority families; as
well as a review of the relevant literature, theoretical foundations, and methodological
process used to investigate the parental experience. Finally, a publishable paper that
includes a synopsis of the dissertation chapters concludes the research study. The
publishable paper elaborates on a theory of minority parents pushing through autism.
Implications for marriage and family therapy and other mental health professionals, ASD
services providers, and policymakers who impact ASD research, services, and programs
is provided. Limitations of the current epistemological research approach and
recommendations for future studies are discussed.

xii

CHAPTER ONE
INTRODUCTION
Considerable advancements have been made in the identification and
management of autism spectrum disorder (ASD) since it was first described in 1943 by
American psychiatrist and physician, Leo Kanner. The diagnosis, understanding, and
treatment of ASD have evolved over the past 69 years and reflect greater awareness of
the condition. Research has been integral in advancing comprehension of ASD and has
uncovered both genetic and environmental factors as possible causes of the disorder
(Centers for Disease Control and Prevention, 2010). Along with research, health
professionals have also been instrumental in advancing the categorization of ASD as a
pervasive, yet complex, disorder that is marked by stereotypical and ritualistic language
and behaviors; as well as impairments in social functioning. Still the intricacy of the
disorder and its implications continue to be tentative. This tentativeness is readily
reflected in the changing landscape of ASD.
The most recent decade, in particular, has been marked by reformulation of the
notion of ASD as occurring on a spectrum in which the behaviors exist on a continuum
from mild to moderate to severe (Bölte, Westerwald, Holtmann, Freitag, & Poustka,
2011; Carr & Lord, 2009; Eisenmajer, Prior, Leekam, & Wing, 1996; Macintosh &
Dissanayake, 2004; Manjiviona & Prior, 1995; Witwer & Lecavalier, 2008). Such
advancements in the conceptualization of the disorder have resulted in targeted
interventions and treatments that focused on reducing the symptoms. When treatments
are begun early and intensively, in most instances individuals’ social, communication,
and behavioral functioning can be improved. For example, applied behavioral analysis
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(ABA) (Lovass & Smith, 1988) is an evidenced-based treatment approach for young
autistic children that targets a variety of behavioral needs ranging from self-help skills to
communication systems. This treatment approach is effective not only when provided
with intense frequency during the first few years of the child’s life (Howard, Sparkman,
Cohen, Green, & Stanislaw, 2005; Lovass & Smith, 1988; T. Smith, Groen, & Wynn,
2000); but it has also been found to be efficacious among children with high-functioning
autism and Asperger’s syndrome (Kasari & Rotheram-Fuller, 2005). While these results
are empirically based, they provide limited information about the diversity that exists
within ASD populations. Most participants in ASD-related studies are White and/or are
persons who have financial resources that enable them to access ASD-related services.
Few studies integrate ethnic/racial minorities and financially distressed samples (Mandell
et al., 2009).
Minority and other marginalized groups with ASD are often underdiagnosed
(Liptak et al., 2008) and underserved (Thomas, Ellis, McLaurin, Daniels, & Morrissey,
2007). Rationales regarding these disparities are unclear, in part, because research
findings are inconsistent regarding the roles played by race/ethnicity and/or
socioeconomic status, which is commonly defined by the parents’ education level (GoinKochel, Mackintosh, & Myers, 2006; Jarquin, Wiggins, Schieve, & Van Naarden-Braun,
2011; Mandell, Listerud, Levy, & Pinto-Martin, 2002; Mandell & Novak, 2005; Shattuck
et al., 2009; Wiggins, Baio, & Rice, 2006). Irrespective of this debate, minority groups
are not receiving early diagnosis, treatment, and services that have been shown to
substantially improve outcomes in such key areas of deficit as cognition, peer interaction,
and language development; as well as in family coping (Liptak et al., 2008). Perhaps
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most staggering of all is the fact that while ASD is more commonly found in males than
in females, there are no differences in occurrences across racial/ethnic and economic
groups (Centers for Disease Control and Prevention, 2010). Consequently, these
underserved populations who should be receiving appropriate and timely ASD diagnosis,
as well as early and intense intervention, are not likely to receive the needed services.
Studies over the past few years have attempted to shed light on the disparities in
care-related services for minority and lower socioeconomic status persons with ASD
(Jarquin et al., 2011; Mandell, Ittenbach, Levy, & Pinto-Martin, 2007; Mandell et al.,
2009; Palmer, Walker, Mandell, Bayles, & Miller, 2010). In addressing disparities in
diagnosis among minority children on Medicaid, Mandell, Listerud, Levey, and PintoMartin (2002) found that Black children were less likely to receive an appropriate
diagnosis of autism and were more often misdiagnosed with conduct or adjustment
disorder. It is logical to conclude that individuals who do not receive the needed care and
treatment support are not likely to benefit from the advantages of early diagnosis or
intervention. As indicated previously, early intervention programs, such as ABA, have
been shown to improve the functioning of an individual with an ASD irrespective of the
level of severity (Howard et al., 2005; Kasari & Rotheram-Fuller, 2005; T. Smith et al.,
2000). While research interest has increased relative to identifying disparities in
diagnosis and access to care (Feinberg, Silverstein, Donahue, & Bliss, 2011; Jarquin et
al., 2011; Liptak et al., 2008; Mandell et al., 2007; Shattuck et al., 2009), the affects of
delayed diagnosis and misdiagnosis have not readily been addressed in the literature
(Mandell, 2008; Mandell & Novak, 2005; Mandell et al., 2009; Palmer et al., 2010). The
disparities in both diagnosis and services for minority and low socioeconomic status
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(SES) families with a child who has an ASD conceivably can have tremendous
implications for that child’s future prognosis and for his or her family’s well-being.
Liptak et al. (2008) recommend that efforts should be made to improve testing and
diagnosis to “optimize case finding of children with autism and to eliminate disparities in
access to care and to early intervention” (p. 158). More importantly, studies such as this
(Liptak et al., 2008; Mandell & Novak, 2005) have documented the need for treatment
approaches that target traditionally underserved groups of persons with ASD and their
families. Despite such recommendations, little research has been done to discern the
effects of misdiagnosis and limited access to care on individuals and on their minority
families. Understanding the impact of this pervasive developmental disorder on minority
families is ultimately needed in order to better determine specific diagnosis and treatment
approaches that best meet the needs of the underserved family. Studies exploring the
influence of ASD on familial well-being, while sparse, are gaining interest and provide a
great source of information about the ramifications of the disorder on the family. Despite
such gains, it is important to note that the findings have not been adequately researched to
determine their applicability to minority and low SES families because the samples
utilized are predominantly based on White, non-Hispanic families.
Autism spectrum disorder has been found to significantly impact the familial
system. Consequences faced by families with a member who has an ASD are typically
noted to be adverse and have been shown to affect families emotionally, relationally, and
financially (Essex & Hong, 2005; Lukemeyer, Meyers, & Smeeding, 2000; Porterfield,
2002; Rogers & Hogan, 2003). Studies addressing the familial effects of this pervasive
disorder indicate that mothers may experience fatigue, depression, and lower levels of
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adaptability and cohesion in their family (Orsmond, Lin, & Seltzer, 2007; L. E. Smith et
al., 2010). Fathers, though they may experience less child-related stress in comparison to
mothers raising a child with an ASD (Flippin & Crais, 2011), may be absent from the
home in order to meet the financial responsibilities associated with treatment. These
studies also reflect gender differences in terms of how mothers and fathers are impacted
by the disorder. Likewise, siblings can become disconnected from their sibling who has
an ASD, can have a strained relationship with their parents, and can experience feelings
of embarrassment related to their sibling’s behavior (Myers et al., 2009; Orsmond &
Seltzer, 2007). The family’s life may be interrupted by ASD over the course of the life
cycle and may require substantial financial investments to obtain needed treatment and
support for the child with ASD. Even though the effects of ASD may vary across
families, they are increasingly being identified in the literature. Because the impact of
ASD is systemic, it is important to consider a system perspective when seeking to
understand and treat it.
Family systems theory provides a viable lens through which ASD and its role in
family dynamics and interactions can be explored comprehensively. One major tenet of
family systems theory postulates that the presence of stress occurring with any member
of the family is likely to have reverberating effects on all relationships of the family
system (Minuchin, Lee, & Simon, 1996). In essence, strain experienced in either parent
or child could influence parental tension levels and family cohesiveness and result in the
higher levels of divorce known to be associated with families with a child who has an
ASD (Hartley et al., 2010). Additionally, a sizeable body of literature on families with a
child who has an ASD reports extreme stress and other negative effects related to
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childcare (Barker, Greenberg, Mailick Seltzer, & Almeida, 2011; Brobst, Clopton, &
Hendrick, 2009; A. M. Lyons, Leon, Phelps, & Dunleavy, 2010). A smaller body of
literature has described positive effects of raising a child with an ASD—such as feelings
of enrichment, new life views, deeper spirituality, increased sense of tolerance and
compassion, and even stronger martial relationship (Myers et al., 2009; Taunt &
Hastings, 2002). Nonetheless, little attention has been given to specific experiences of
underserved and minority families with a child diagnosed with an ASD. The impact of
ASD on underserved and minority families may be even more pronounced, given their
limited access to necessary support services.

Rationale for the Study
In order to improve treatment conditions and support services for minority
families, there is a profound need to elucidate the complexities and implications of ASD
in this population. This research project seeks to glean a deeper understanding of
parents’ experiences as they care for their child with an ASD. It is intended that the
findings from this study will encourage the field to recognize particular needs of minority
families impacted by the condition. Specifically, the study will address how minority and
low socioeconomic (SES) parents who have a child with an ASD navigate and make
meaning of their lives throughout the family life cycle. This investigation will help
provide additional insights regarding the way in which such supports as professional
therapists, nonprofessional community resources, and knowledge of and access to
services influence the familial well-being of minority and low SES families with a child
who has autism. While there have been considerable advances in the understanding and
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treatment of ASD, little is known about the ways in which minority families and low SES
families live with this diagnosis. Additionally, the framework in which these processes
are explored must consider a systemic approach (Yorgason, McWey, & Felts, 2005) in
order to capture the interrelated connections that are involved in treatment of and
coexistence with this disorder. The use of a family systems approach in the study of
ASD within the context of minority and low SES families is potentially an important step
forward in seeking to understand the challenges and successes that are often associated
with these families. Additionally, as the family-systems illness model guides this study,
it acknowledges the influences of this chronic condition on the family while leaving room
for the details of parents’ experiences and the meanings they make of their illness
experiences.

Organization of the Proposal
The remainder of the dissertation proposal is arranged into three major chapters
that include review of the literature, the theoretical framework, and the methods section.
Chapter Two summarizes the literature on ASD that most closely speaks to the family
issues. Though the extant research literature may not be specific to minority and
underserved families, it does provide valuable insight into critical experiences that
families may have as they rear a child with an ASD. In essence, the research reviewed
provides insights into such key issues as discovery, grief and loss, care-related behaviors,
and the impact of the illness on the family life cycle that may be a useful platform when
considering the dynamics that are evident in underserved families. Chapter Three
reviews the tenets of family systems theory, family systems-illness model, and social
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constructivism that will serve to guide the study and provide the lens through which the
issues pertinent to minority and underserved families that have a child with ASD are
explored. Chapter Four presents specific details about how the research project with
these underserved parents will be conducted. This section orients the reader to the
constructivism research design that seeks to evoke the value of attending to the
multifaceted thoughts and beliefs of minority families. It is also within this section that
the reader is introduced to the researcher and to the influences of the researcher’s
perspectives and background as a minority family therapist who specializes in ASD.
Chapter Four culminates with descriptive information about the sample selection; the
interview process; and the methodological assumptions of constructivist grounded theory
that are used to explore the parents’ experiences.
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CHAPTER TWO
LITERATURE REVIEW
The review that follows is not intended to serve as a model in which the
experiences of the minority parents will be constrained. Rather, it includes categories that
are commonly found in the dominant culture and that will be used to situate, assess, and
preserve the unique findings of these underserved families. As intended by proponents of
grounded theory research, “professional and disciplinary literature” is useful in
demonstrating how theories that emerge from the interviews “extend, transcend or
challenge dominant ideas” (Charmaz, 2006, p. 156). In this manner, the ASD literature
across disciplines will be used to strengthen the credibility of the experiences found in the
minority parents’ narratives. As this study assumes a constructivist grounded theory
approach (discussed in Chapter Four), the literature reviewed will be intertwined into
subsequent chapters as well. Utilizing the literature in this manner allows this research to
demonstrate why particular issues are favored, what evidence is accepted or rejected
based on its relevance to this study, and how pertinent decisions about the direction of
this study are considered (Charmaz, 2006). In order to provide some understanding of
the potential experiences of the minority groups studied in this research, literature that
explores the specific effects of chronic and pervasive conditions other than ASD on
minority families will be presented in the final Results and Discussion section of the
study. These reviews, when fitting, will be used to elucidate the theoretical categories
that emerge from the minority parent’s interviews.
The current chapter consequently provides a review of literature that focuses
predominantly on the impact of ASD on the family system. A brief review of the history
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of autism spectrum disorder—or as originally coined, early infantile autism—along with
the diagnostic criteria and common treatment options are provided to orient the reader to
the evolutionary history of ASD. Subsequently, the empirical literature is used to
highlight key issues that commonly occur in ASD. The effects of ASD are cited in a
manner that charts the sequential experience of the condition from the initial symptomatic
presentation discovery to diagnosis, while also addressing developmental tasks
throughout the family’s life. The studies included in this review are organized into five
major caregiver impacts: (a) symptomatic presentation, discovery and diagnosis; (b) grief
and loss; (c) altered life cycles; (d) family role strain; and (e) adaptation and resilience.
The discovery and diagnosis section briefly highlights the nonsystematic stages of the
disorder and the early symptomatic phase. The symptomatic phase of the condition is
often marked by discovery and diagnosis and is commonly determined by a physician or
mental health professional. Subsequently, key issues that are readily mentioned in the
literature—such as grief and loss, altered life cycle, family role strain, and resource and
support utilization—are reported. The information provided in this chapter encapsulates
the three areas that are postulated in the family-systems illness model that is discussed
more extensively in Chapter Three. The three dimensions of the model depict the illness
type, the time phase and components of the family functioning. This chapter culminates
with a summary of the ASD literature and its implications for the current study.

Autism Spectrum Disorder
Increased knowledge and understanding of ASD since its initial identification
almost 70 years ago have resulted in significant changes in both the diagnosis and
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treatment of the condition. These advancements have allowed for significant
improvement in the quality of life for individuals with ASD and have impacted the ways
in which families deal with the condition. Particular consideration of how
conceptualization of the condition has evolved is needed to best understand what is now
considered autism spectrum disorder. Therefore, a brief overview of the history and
development of both diagnosis and treatment is provided to assist the reader in better
understanding the current conceptualization of the spectrum disorder. Advancements to
date relative to ASD are most critical to contextualize the historical as well as the current
beliefs as these beliefs influence how parents understand and raise their child.

History of ASD
The term autism was adopted from the Latin word autismus, which was derived
from the Greek word autos, meaning self. Eugen Bleuler, a Swiss psychiatrist, coined the
term autism in the early 1900s to describe tendencies towards pleasure and active states
of withdrawal to avoid reality in schizophrenic patients (Bleuler, 1951). Half a century
later, Leo Kanner, an Austrian born child psychiatrist who immigrated to the US in 1924,
used the term autism to explain behaviors he observed in children. Kanner’s prominent
publication in 1943 described “autistic disturbances of affective contact” in 11 children
(eight boys and three girls, ages 2-to-8 years) who were seen at the Children’s Psychiatric
Service at Johns Hopkins Hospital (Kanner, 1943, p. 140; Neumärker, 2003). Kanner’s
publication described several atypical behaviors, most notably a marked lack of interest
in persons in their surrounding environment (Siegel, 1996). The children described in
this publication were all referred by private family practitioners in response to family-of-
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origin concerns, which sheds light on the familial implications. Kanner (1968) provided
case notes that identified what he described as disorganized affect, thoughts, and
behavior; in addition, the notes provided an extensive amount of information about
family dynamics and the impacts of the condition on the family. For example, he noted
that one aristocratic family presented with a 7-year-old child; his father who had divorced
from an unhappy marriage; and his stepmother who was offended by the child’s
aloofness, inability to engage in family rituals, and other peculiar behavior.
Referencing the developmental sequences of children as postulated by Arnold
Gesell, Kanner (1943) noted that the mothers of children with autism reported that their
children lacked anticipatory stance in response to their attempts or the attempts of other
key persons to embrace them, which would typically be evident in an average 4-monthold child. Kanner (1944) later expanded his work to include descriptions of 20 children,
many from well-educated families, who demonstrated a tendency to live with themselves
early on in their lives. He labeled the condition early infantile autism based on the
characteristics evident in the earliest parts of infancy. These behaviors included marked
isolation, preoccupation with objects, echolalia or repetitive speech patterns, and tantrum
behaviors. Prior to 1943, literature describing these symptoms identified by Kanner was
not readily found (Wing, 1993). Based on his initial observations, the first in-depth
description of autism was provided, which essentially led to the established criteria for
diagnosing children with autism.
Key features such as impaired social awareness, delayed speech and
preoccupation with objects were described by Kanner’s early works are reflected in the
current conceptualization of autism. However, it is important to note in the evolving
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landscape of ASD that over time, some of the key earlier descriptors have been refuted.
In particular, there has been reconsideration regarding the intellectual capacity and verbal
potential of children with autism. Kanner (1968) reported that most of the children with
autism were capable of developing typical language. However, recent estimates indicate
that of persons classified with autism, approximately 15% have normal intelligence or
better; 30% have an IQ above 70; and about 40% have impaired expressive language
skills (Jacobsen, 2010; Mesibov, Adams, & Schopler, 2000). Also notable are changes
relevant to the stance Kanner maintained about the educational and or economical status
of the parents of children with autism. It could be assumed that parents of the children
Kanner reported were educated and had the financial means to access and utilize his
psychiatric services, leading him to conclude that the condition was common in highly
educated or affluent families (Kanner 1944). However, autism is now understood to be
prevalent across all educational and economic groups (Centers for Disease Control and
Prevention, 2010); but economic resources and knowledge can significantly influence the
extent to which families utilize ASD-related services.
Along with Kanner’s (1949) suppositions regarding the education and economic
status of families came the assumption that mothers were often cold and disconnected
from their children, who were themselves “reared sternly in emotional refrigerators” (p.
423) and were only able to gain approval by attaining high standards of perfection.
While Kanner (1949) was clear in stating that no one factor appeared to cause the autistic
condition, his supposition about the lack of parental attachment influenced the academic
community. In particular, Bettelheim (1967) theorized that emotional deprivation along
with the absence of parental nurture brought about the condition. He considered that

13

early infantile autism had an organic nature that was caused by the refrigerator mother.
Eisenberg and Kanner (1956) in their review of 28 children based on a 12-year study
indicated that only 10% of the subjects had organic cases that were clearly linked to brain
damage or neurological causes. They suggested that though not definitive, in-born and
environmental factors were likely causes of the condition (Jacobsen, 2010). In 1968,
Kanner modified his view that parents were the primary, postnatal cause of pathogenicity.
His position at that time reflected the growing emphasis on genetic and biological factors,
a position influenced by the fluctuating cultural beliefs about organic and psychogenic
factors. Jacobsen (2010) notes that in U.S. culture as early as the late 1800s and prior to
the works of Kanner and Bettelheim, parents (most often mothers) were blamed for the
problems that arose in the family.
Before segueing into the evolution of the diagnostic criteria, it is also important to
provide a brief history of Asperger’s syndrome primarily because the proposed
conceptualization of ASD includes this condition. Around the same time that Kanner
published his work on the autistic condition, Hans Asperger, an Austrian child
psychiatrist, identified similar characteristics in the children he observed. Asperger
published an article in the Vienna weekly clinical in 1938 where he shared the concept of
the “autistic psychopath” (Kumbier, Domes, Herpertz-Dahlmann, & Herpertz, 2010). He
based his report on boys whom he described as cranky and nerdlike, who had restricted
relationships and primarily kept to themselves. In Vienna in1943, Asperger submitted his
doctoral thesis, entitled Autistic Psychopathology in Children, in which he cited Bleuler’s
coined terminology (Bleuler, 1951; V. Lyons & Fitzgerald, 2007). His work, published
in 1944 and entitled “Autistischen Psychopathen im Kindesalter” (translated autistic
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personality disorder in childhood—which later became known as Asperger’s syndrome—
described social impairments similar to autism, absent the impairments in speech and
intelligence (Boutot & Tincani, 2009; V. Lyons & Fitzgerald, 2007; Volkmar, 2011). In
his thesis, he described four boys between 7 years of age and 11 years of age who
demonstrated abnormalities in early childhood. Asperger (1949) assumed that the
condition was an extreme variant of male intelligence and a manly characteristic. He
specified that in order to describe the behaviors he observed, he selected the term autistic
as it was traditionally used to describe characteristics seen in adults with schizophrenia
who were preoccupied with themselves but void of the psychotic symptoms. Though his
work was well known among German scientific scholars, it received worldwide attention
after being cited in a British journal article by Lorna Wing in 1981 and when Uta Frith
translated his original thesis in 1991 (Frith, 1991; V. Lyons & Fitzgerald, 2007; Wing,
1981). Despite the fact that these children lacked empathy, exhibited poor social skills,
tended to engage in one-sided conversation, demonstrated intense preoccupation in their
special interests, and appeared clumsy—Asperger postulated that their prognosis was
positive and that they functioned like little professors (Asperger, 1949; Frith, 1991). It is
speculated that Asperger—a quiet man who was often distant and isolated, who was
preoccupied with the German language, who spoke about himself in the third person, and
who was clumsy—had a personal understanding of Asperger’s syndrome. Based on his
observations and perhaps his personal history, he identified decisive factors characteristic
of autistic personality disorder in childhood. These characteristics will be detailed, along
with Kanner’s description of early infantile autism.
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Diagnostic Criteria
In 1956, Kanner and Eisenberg, as noted by Wing (1993), identified the following
five diagnostic criteria to describe early infantile autism:
1. A profound lack of affective contact with other people;
2. An anxiously obsessive desire for the preservation of sameness in the child's
routines and environment;
3. A fascination for objects, which are handled with skill in fine motor
movements;
4.

Mutism or a kind of language that does not seem intended for interpersonal
communication, and

5. Good cognitive potential shown in feats of memory or skills on performance
tests, especially the Séguin form board (p. 62).
While the prevalence of children with autism during this period was unknown, it was
assumed that the incidence was low. The inclusive criteria provided a sufficient baseline
for identifying early infantile autism in children with ample behavioral characteristics.
This article also identified a refined diagnostic criterion in which two essential features—
(1) a profound lack of affective contact and (2) repetitive, ritualistic behavior—served as
indicators for all other symptomatic behaviors (Eisenberg & Kanner, 1956; Wing, 1993).
Kanner and Eisenberg (1956) determined that both features must be significant in order
to meet the criteria for early infantile autism. It was assumed that as these two behaviors
were evident, the other deficient behaviors identified were inherently imminent.
According to Kanner’s (1944) definition, the onset of early infantile autism was
established at 30 months of age. Kanner’s publication served as a critical foundation for
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the understanding of ASD. Based on his observations, significant research conducted
over the past 69 years has led to a complex, yet more in-depth understanding of ASD.
Symptoms described by Asperger for what he then called autistic personality
disorder in childhood are closely related to what is now understood to be Asperger’s
syndrome:
1. A profound lack of affective (emotional) contact with other people;
2. Intense insistence on sameness in their routines;
3. Muteness or abnormality of speech;
4. Fascination with manipulating objects;
5. High levels of visual-spatial skills or rote memory but major learning
difficulties in other areas;
6. An attractive, alert, intelligent appearance.
Yet again, his findings suggested that the condition was specific to males who had the
intellectual capacities of little professors. Some aspects of his initial consideration
continue to hold true: for example, Aspeger’s syndrome is more common in boys; and in
contrast to autism, persons with Asperger’s syndrome have average-to-above-average
intelligence.
To date, diagnosis of ASD is typically applied when a qualified professional (a
licensed physician or a psychiatrist) establishes that a child under 3 years of age displays
marked developmental delays in several behavioral categories. The disorder is often
conceptualized as spectrum disorder in which the range of behavioral impairments varies
in severity. ASD falls under the overarching category of Pervasive developmental
disorder (PDD) and includes Asperger’s syndrome, childhood disintegrative disorder
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(CDD), Rett’s disorder, and pervasive developmental disorder-not otherwise specified
(PDD-NOS) (American Psychiatric Association, 2000). The disorders are all marked by
the early onset of impairments in reciprocal social interaction, although they differ in the
level of severity in communication, stereotyped behaviors, interests, and activities
(American Psychiatric Association, 2000). The Diagnostic and Statistical Manual of
Mental Disorders (DSM) IV TR (2000) categorizes these behavioral domains as follows:
1. Qualitative impairments in social interactions manifested by at least two of
four items, e.g., marked impairment in the use of nonverbal behaviors;
2. Qualitative impairment in communication manifested by at least one of four
items, e.g., delay in or lack of the development of spoken language;
3. Restricted, repetitive, stereotypical patterns of behavior manifested by at least
one of four items, e.g., marked impairment in the use of multiple nonverbal
behaviors such as eye gaze to regulate social interactions;
4. Restricted, repetitive, stereotypical behaviors, interests, or activities
manifested by at least one of four items, e.g., preoccupation with one or more
stereotyped patterns that is abnormal either in intensity or focus; and
5. Delays or abnormal functioning in at least one of the following areas—social
interaction, language as used in social communication, or symbolic or
imaginative play (pp. 70-71).
The criteria outlined in the DSM IV TR provide a baseline by which children can be
diagnosed with ASD, which allows for consistency in its identification. Although the
criteria used to diagnose ASD are relatively understood and accepted by scholars in the
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field, uncertainty regarding the etiology of ASD continues (Centers for Disease Control
and Prevention, 2010).
The latest publication of the Diagnostic and Statistical Manual of Mental
Disorders (2000) characterizes Asperger’s disorder, childhood disintegrative disorder,
and pervasive developmental disorder-not otherwise specified as distinct developmental
subgroups marked by developmental impairments in social interaction, communication,
and repetitive and stereotypical behaviors that manifest prior to 3 years of age. Currently,
ASDs are conceptualized along a continuum of impairments (American Psychiatric
Association, 2010; Centers for Disease Control and Prevention, 2010). The revised DSM
V proposed to categorize the disorder along a spectrum. The American Psychological
Association (2010) proposes that a person diagnosed with an ASD must meet criteria 1,
2, and 3 below:
1.

Clinically significant, persistent deficits in social communication and
interactions, as manifest by all of the following—
a.

Marked deficits in nonverbal and verbal communication used for
social interaction;

b.

Lack of social reciprocity;

c.

Failure to develop and maintain peer relationships appropriate to
developmental level.

2.

Restricted, repetitive patterns of behavior, interests, and activities, as
manifested by at least TWO of the following—
a.

Stereotypical motor or verbal behaviors, or unusual sensory
behaviors;
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b.

Excessive adherence to routines and ritualized patterns of
behavior;

c.
3.

Restricted, fixated interests.

Symptoms must be present in early childhood (but may not become fully
manifested until social demands exceed limited capacities).

As the understanding of ASD has evolved, so have the types of treatments used to
address the complex condition.

Treatment
The models of ASD treatment vary and include a multitude of approaches,
including biomedical and behavioral interventions. Though more recently interest in the
familial system has grown as professionals have begun to acknowledge the effects of
ASD beyond the diagnosed child, treatment options typically focused on reducing the
behaviors of the individual. Speech, occupational, and behavioral therapy are treatment
options that are most frequently used by families (McLennan, Huculak, & Sheehan,
2008). Irrespective of the types of treatment, it is important to consider the impacts of the
variety of approaches not only on the individual’s level of functioning, but also on the
family. The family, when faced with the task of deciding what treatments are best suited
for their child, must consider masses of information regarding treatment and determine
the suitability of each for their child and the family. Once more, this consideration is
important as minority families have been found to access and utilize services less
frequently then do Caucasian and middle-to-upper class families (Mandell & Novak,
2005).
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In addition to considering the effects of treatment on the family system, it is also
important to take into account the interaction between the treatment and the family’s life
cycle because different stages of life may necessitate different models of care. The need
to identify suitable treatment options does not end after the family has established a care
program during the early years of the child’s life. Daily life with an adult child with
autism can be extremely difficult and taxing; and the family may find themselves
grappling with the decision whether to continue in-home care or to seek out-of-home
placement, which could alter the functioning of the familial unit. It is not unusual for
some adults with ASD to be institutionalized or to continue their life in a group home
setting, which can continue to have significant influence on the family’s well-being.
Krauss, Seltzer, and Jacobson (2005) found that the residential patterns of the adult child
greatly influence the individual and the family. While mothers seemed to have more
positive experiences when the adult child resided in the home, the remainder of the
family often reported greater negative effects. Mom reported having more negative
consequences when the adult child resided outside the home (Krauss et al., 2005).
Treatment, then, must consider the entire lifespan when caring for the child with ASD, as
well as service needs at differing stages of the family’s life. In order to better understand
some of the complexities of the treatment options available to families, a summary of
treatments more commonly discussed in the literature are reviewed below.

Intensive Behavioral Intervention
With ABA serving as the model, a variety of early, intensive behavioral treatment
programs focus on rigorous behavior modification to improve maladaptive behaviors.
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When combined with supportive medication, ABA has been found to reduce behavior
problems, and it is commonly used to treat ASD (Frazier et al., 2010; Lovass & Smith,
1988). Some children with ASD have improved markedly with treatments such as
intensive ABA that utilize methods of discrete trial, similar to operant condition, to shape
more socially acceptable behaviors in children (Lovass & Smith, 1988). A 40-hours-perweek intervention, utilized with a child as young as 2 years old, has been shown to
significantly benefit the functional behaviors of children with autism (Lovass & Smith,
1988). The estimated cost of an intense behavioral intervention-based program requiring
a trained staff to provide one-on-one therapy could total $60,000 per year (Butter, Wynn,
& Mulick, 2003). The financial implications are of key significance when discussing
issues relevant to minority and other underserved populations impacted by autism. If
parents are unable to afford care, their access to these services may be greatly impeded.
Medication, nevertheless, could provide yet another resource for families to use and has
been used to address the behavioral symptoms associated with ASD.

Medication
Currently, antipsychotic medications have been found to help alleviate symptoms
of irritability, hyperactivity, social withdrawal, and stereotypical and repetitive behaviors.
Frasier (2010) found that antipsychotic medication when paired with intensive behavioral
treatment was effective in reducing aggressive behavior in 32 youths with ASD. To date,
while psychotropic medication in conjunction with psychotherapy has helped reduce
aggressive behavior, there still remains the challenge of identifying medications that
target the specific symptoms of autism. Similar challenges are present when determining
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neurochemical treatment to address autism. Similar difficulties that have developed in
terms of finding psychotropic medication to reduce behaviors have been found with
proper hormones in alleviating symptoms. Neuropharmacological treatments have varied
over the past few decades as understanding of autism has developed. For example,
Volkmar (2001) identifies dopamine, norepinephrine, serotonin, and neuropeptides as
primary neurochemicals that may reduce the autistic symptomology. Since this initial
discovery, evidence specifically regarding the effectiveness of serotonin shows that
treatment with drugs that increase the serotonin levels also worsen symptoms—which has
led researchers to caution against the use of serotonin drugs in the treatment of ASD
(Azmitia, Singh, & Whitaker-Azmitia, 2011). Debate is ongoing regarding the use of
serotonin, primarily because of the heterogeneity of ASD (McCarthy & Kolevzon, 2011)
and other medications that have not proven efficacious in improving the core social and
communication deficits associated with ASD. This has significant implications for
families that are seeking treatment options to alleviate symptoms or that are seeking a
cure for ASD when there seems to be no consistent model of medical care.

Complementary and Alternative Medicines
At times, families may be faced with the challenge of navigating through what has
come to be known as complementary alternative medicines (CAMs) that may or may not
be empirically based (Abbey, 2009). These treatments as reported in the literature may
include, but are not limited to, dietary supplements—for instance, digestive enzymes,
fatty acids, hormones, minerals, protein/ amino acids, vitamins; hyperbaric oxygen;
neurofeedback; and modified diet (Huffman, Sutcliffe, Tanner, & Feldman, 2011). Such
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treatments are aimed at improving the child’s ability to function and at reducing
maladaptive symptoms. Abbey (2009), based on a review of a 2007 national survey,
noted that approximately 38% of adults and 12% of children may utilize CAMs to treat
ASD. CAM treatments, at times perceived to be controversial, result in inconsistent
outcomes, with some children showing improvement while others do not. Reviews of the
literature have sought to determine whether treatments with CAMs are beneficial,
meaning that there was adequate data to support their efficacy; are ineffective, meaning
that there was sufficient data to suggest that they were not efficacious; are harmful,
meaning that the data suggested that they produced adverse effects; or are unknown,
meaning that there was a lack of sufficient confidence or failure to determine whether
they were effective (Huffman et al., 2011). The findings from such reviews suggest that
determining the effectiveness of CAMs is complicated by inconsistent results in
improvements, or by improvements that occur in one symptom but not in all symptoms.
While the authors note that such findings are not uncommon, professional oversight is
required to determine the suitability of a CAM treatment to produce the desired result.
These treatments require the health professional to remain abreast of the ever-growing
research in order to support families’ decisions regarding the efficacy of CAM treatments
for their child.
Modified diets are a common and widely known CAM approach that, while not
requiring a prescription from a health professional, should, nevertheless, be monitored by
a physician. Children with an ASD have been found to have allergies to gluten and
casein due to the inability of their digestive systems to break down foods containing these
ingredients. Gluten-free and casein-free diets are considered to be an alternative or
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complementary form of treatment because removal of such foods from the diet of a child
with an ASD can result in improvements in the child’s language and behavior. These
findings were consistent with those of a comparison group of children who were on a
low-sugar diet (C. R. Johnson, Handen, Zimmer, Sacco, & Turner, 2011). However,
determining the efficacy of such treatments is difficult because these effects are often
based on self-reports, and it is difficult to control adherence to the dietary treatment—
which may explain, in part, why improvements in language and behavior have been
reported for some children (C. R. Johnson et al., 2011) but not for others (Mulloy et al.,
2010). Lack of clarity regarding the effectiveness of dietary curatives, as is also the case
with other less-established treatments, may have significant implications for the types of
services families utilize. Furthermore, because the costs of CAM treatments may not be
covered by medical insurance, the issue of financial ability coupled with parents’ desire
to provide their child with cutting-edge services may add additional burdens to families—
particularly minority families.

Family-Centered Intervention
Treatments that attempt to modify the behavior of a child with an ASD necessitate
the involvement of the family in order to be most effective. Moes and Frea (2002)
suggest that when using functional communication training methods, “consideration of
family context in the assessment and intervention-planning process does not jeopardize
and may contribute to the stability and durability of reductions in challenging behavior”
(p. 519). Therefore, family-centered intervention that takes into account the needs of the
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family in its approach is a treatment option that has gained increased acceptance in recent
years and is a useful model.
Issues of self-blame and negative coping strategies can be significantly reduced as
mother-child interactions improve. It is important to note, however, that the mothers still
highlighted the need to maintain familial support, such as words of encouragement and
positive feedback. Although they address the needs of the family, family-centered
treatments typically focus on how the family’s characteristics impact treatment outcomes
and not on the impacts of treatment on the family. Positive treatment outcomes have
been reported in studies where improvements in the support of the primary caregiver
resulted in the child with ASD having better performance in school and reduction in selfharm behavior (Yorgason et al., 2005). While these findings indicate that familycentered treatment is useful in improving the functional outcomes of children with ASD,
they do little to aid in the understanding of the implications of treatment on the family.
The following sections review the literary works that focus on the effects of the disorder
and of the treatment, on the family system, specifically the parental subsystem.

Parental Influences
There is a wealth of information that identifies the reverberating impact of autism
not only on the individual, but also on the larger family system—including the parental
subsystem (Barker et al., 2010; Hartley et al., 2010; Orsmond et al., 2007; Orsmond &
Seltzer, 2007). Such research findings tend to report higher rates of depression in
mothers (Orsmond et al., 2007; L. E. Smith, Seltzer, Tager-Flusberg, Greenberg, &
Carter, 2008), lower rates of paternal involvement (Flippin & Crais, 2011; Konstantareas
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& Homatidis, 1992), and stress related to financial problems (N. Johnson et al., 2011) as
a few of the adverse impacts of ASD. Other studies have found that parents also
experience positive outcome and have positive experiences with their child with child
(Kayfitz, Gragg, & Orr, 2010; Taunt & Hastings, 2002). The remainder of this section
highlights five major caregiver impacts: (a) symptomatic presentation, discovery and
diagnosis; (b) grief and loss; (c) altered life cycles; (d) family role strain; and (e)
adaptation and resilience that span the affects of ASD throughout the family life cycle.

Symptomatic Presentation, Discovery, and Diagnosis
Children that develop an ASD typically present normal at birth and appear to
demonstrate typical developmental milestones during the first few years of life. Research
has shown that there is a significant gap between the time in which ASD symptoms
become present, which can be as early as 18 months of age, and actual time of diagnosis
(Shattuck et al., 2009). The ramifications of such delays can serve to prolong the stress a
family experiences, as well as to compromise the family’s ability to make use of early
intervention services. Parents during this nonsymptomatic period may be unaware of the
condition because some children appear to achieve the typical developmental milestones.
Between 12 months and 2 years of age, patterns of behaviors consistent with ASD—such
as social difficulties, poor eye contact, preoccupations with objects, idiosyncratic and
rigid behaviors—begin to emerge (American Psychiatric Association, 2000). In
particular, a regression onset describes a child who has no symptoms but develops the
aforementioned symptoms while early onset is evident in children who always displayed
ASD symptoms (Shumway et al., 2011). The manifestation of the varying behaviors and
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the severity of the behaviors may present differently in children with the condition.
Families, therefore, may be uncertain about the significance of the behaviors they are
able to identify in their child. Such uncertainty can serve to impact the family’s
willingness to consult or work with medical or other health professionals.
The process of receiving a diagnosis, with or without caregivers’ awareness, of
delays in their child can significantly impact the family unit. Through a series of
interviews of families with a child who was diagnosed with a developmental disorder,
Fox, Vaughn, Wyatte, and Dunlap (2002) explore the impact on families when advised of
diagnosis. This study highlighted feelings of uncertainty and instability that many
parents experienced when they learned that their child had an ASD. The process is
typically initiated when parents or someone else become aware that something is wrong.
The quest to find the answer to what is wrong presents significant issues for families.
Several factors may contribute to difficulties in obtaining an ASD diagnosis, one of
which is related to the variability in the diagnosis profiles and assessments (Daniels et al.,
2011). In an earlier section entitled “Diagnostic Criteria,” a brief overview of behavioral
characteristics associated with an ASD diagnosis was presented.

Grief and Loss
Obtaining a diagnosis for a family may provide closure to the quest to identify
“what is wrong” with a child. However, the parents’ perception of their child, who they
assumed was developing normally prior to 2 years of age, has to be compromised as they
notice their child is not meeting developmental milestones. Parents often overlook the
process of loss and grief as they become hypervigilant in seeking services to “fix” the
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problem. O’Brien (2007) studied 63 mothers of children with a diagnosis of autism
spectrum disorder and found that the families experienced ambiguous loss, as
hypothesized. Therefore, it could be beneficial for treatment options to incorporate
opportunities for families to process the grief. This process can be extensive, given the
ambiguous nature of the illness. Moreover, the course of grief can be delayed by a slew
of emotional responses; feelings of anger, guilt, grief, and sadness are often summarized
in the literature (Malone, Manders, & Stewart, 1997). Higher levels of identity ambiguity
were linked to increased symptoms of depression among mothers (Boss, 2001; O'Brien,
2007; Roper & Jackson, 2007). Some families, in particular, minority families, are often
uncertain about the specifics of their child’s condition until a late diagnosis is provided.
Processing the family’s loss and supporting them as they construct a new meaning for
their life and adjust and adapt to living with the ASD is important (Boss & Couden,
2002).
Parents’ ability to come to terms with the resolution provided by a diagnosis of
ASD is linked to parental characteristics. Lack of resolution can manifest as anger,
preoccupation, or a sense of being overwhelmed. Fathers may neutralize, thereby
minimizing the effects of the diagnosis; while mothers may report depressed or passive
behaviors, cognitive distortion, and disorganization (Milshtein, Yirmiya, Oppenheim,
Koren-Karie, & Levi, 2010). In addition, because the condition is chronic, the impacts of
the disorder persist throughout the family’s life as other issues emerge.

Altered Life Cycle
The family life cycle can be interrupted or halted as it is affected by the impact of
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ASD. Beyond the discovery and diagnosis phase, the normative life cycle markers—such
as entering school, adolescence, employment, and launching—can be altered,
consequently unbalancing the family structure (Malone et al., 1997; Ellenwood &
Jenkins, 2007). For example, a child on the spectrum may not be able to launch from the
parents’ home but may require additional support programs to assist him or her in
developing functional independent living skills. Moreover, as the demands over the life
cycle persist, the disability may detract from the parents’ ability to focus on other
members of the family, i.e., other typically developing children. Krauss, Seltzer, and
Jacobson (2005) explored the effects of out-of home residence and coresidence of 133
families with an adult member with ASD and found that residential status has varying
impacts on the individual with ASD and on the family. A systemic approach to
understanding the family life cycle is important in supporting the family as it adjusts to
meet its unique needs. Parents may have to come to terms with the fact that their child
may not marry and have children or that their child may require a caretaker for the
duration of his or her life.

Family Role Strain
Family therapy scholars and researchers have noted that the stress of a chronic
illness, such as ASD, may lead to parents assuming rigid roles (Malone et al., 1997;
Ellenwood & Jenkins, 2007). The mother may function as the primary caretaker while
the father may assume responsibility for the family’s ASD-related finances—roles that
leave them overwhelmed and marginalized, respectively. In addition to the parental
roles, the couple relationship may be adversely impacted by ASD if, for example, the
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mother feels she does not have the support of her spouse.

Adaptation and Resilience
Clark, Thigpen and Yates (2006) studied families who have successfully
integrated either an older or special needs adopted child into their family. Findings also
indicated that families’ ability to (a) identify the child’s strengths, (b) view the child’s
behavior in context, (c) refrain from negative behavior, and (d) attribute improvements of
the child’s behavior to the parenting efforts appeared to facilitate the process of
successful integration of the child. Similarly, Greeff, Vansteenwegen, and Ide (2006)
conducted a cross-sectional, correlational, exploratory study with the aim of identifying
resiliency factors in families with a mentally disabled family member. Thirty families
that met the following three criteria were included in the study: (a) one family member
diagnosed as mentally disabled by a psychiatrist, (b) ability for the questionnaire to be
completed by an adult or child at least 12 years of age, and (c) the ability of the family to
understand Dutch. Findings suggest that familial hardiness was an important factor for
all family members. Parents indicated that a passive evaluation of the crisis was helpful;
while children indicated that support within the community, emotional support, and self
worth were beneficial.
The literature review as presented in this chapter, as it pertains to the impact on
the family and in particular to the parent dyad, provides an overview of concepts
pertinent to this inquiry. Because the intent of this inquiry is to gain insight into the
particular experience of the minority parent participants, key findings in the literature are
presented here. It is unknown what meanings and concepts will emerge relevant to
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minority parents raising a child with ASD. Therefore, what has been discussed in this
review will be used to clarify ideas that emerge during the investigation, to make
stimulating comparisons when appropriate, to increase sensitivity to this particular group,
and to demonstrate how this study is consistent with or expands upon relevant literature
(Charmaz, 2006; Corbin & Strauss, 2008). The aim of this research is to develop theory
based on the participants’ stories and the meanings they ascribe to them, which can
further the “interpretive and constructivist” understanding of their situation (Clarke,
2005, p. xxiii). In order to accomplish this aim, a qualitative methodology is used. After
the grounded theory analysis has been developed, additional literature reviews can be
revisited to incorporate findings from various fields and disciplines (Charmaz, 2006;
Clarke, 2005) that are pertinent to ASD.
The progress of the child diagnosed with an ASD must be assessed within the
context of the family from which he or she emerges because of the interconnectedness of
its members. For example, the child may not benefit from advancement in speech
therapy if the father and mother are constantly fighting over finances. In order to
increase treatment effectiveness and to optimally address the needs of families, ASDrelated services across disciplines have attempted to incorporate family-centered care
(Beatson, 2008; Gabovitch & Curtin, 2009; Prelock & Hutchins, 2008; Wehman, 1998).
Family-centered care assumes that the family is essential to the health and well-being of
the disabled member, and it encourages “collaboration, information sharing,
empowerment and joint decision making” between the family and service providers
(Gabovitch & Curtin, 2009, p. ). While the extent to which family involvement varies
among services offered, this approach has been identified as the best practice for children
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with such special needs as autism (Gabovitch & Curtin, 2009). Models of care that
traditionally have focused on the individual, such as applied behavioral analysis, have
moved toward addressing the family (Paul & Frea, 2002; Rhodes, 2003).
With few exceptions, research on the families’ experiences has traditionally
focused on the negative effects of ASD—addressing what the families do and not how
the families or parents interpret ASD; the events that transpire as families care for their
child with an ASD, and how these events affect their care; and the families’ relational
process. Moreover, most of the research on parents with a child with ASD has focused
on information gathered from formal agencies, which often neglects the data from
minority and underserved parents because they are not often well represented in these
forums.
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CHAPTER THREE
THEORETICAL FOUNDATIONS
This research examines how underserved parents make meaning of their
experience as they live with and care for their child with an ASD. The complexity of the
family illness experience is explored by using three theoretical frames to study the
context of minority parents as they manage the chronic illness. Family systems theory,
family systems-illness model, and social constructivism framework provide the lenses
through which this dissertation will be developed. Family systems theory offers a
framework within which the unique meanings of autism spectrum disorder can be readily
explored in the context of the family. Moreover, the family systems perspective is
important as it provides a lens that can be used not only to enhance the sophistication of
this project but also to allow understanding of the minority family process. The family
systems-illness model focuses on chronic illness/disabilities and the beliefs families
maintain about their experiences, which play an essential role in understanding the
impact of ASD on the members of the family. Moreover this framework seeks to
understand positive aspects of caring for a child with an illness by focusing on family
resilience, which is often neglected in the research. While the family system-illness
model is a beneficial framework within which to examine the lives of the family living
with a member with an ASD, the social constructivist framework serves as an effective
yet complementary theory. Social constructivist theory provides a lens through which the
experiences of the parents can be explored in a manner that allows for deeper insight into
the underserved parents’ subjective experience. The primary intent of exploration is to
gain an understanding of the meaning that minority and low SES families make of their
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lives as they rear a child with ASD, and to analyze the themes that emerge in order to
create a theory that is entrenched in their unique experiences. Family systems, family
systems-illness model, and social constructivism could be used independently to explain
how minority parents experience ASD. However, conjointly the theories envelop the
relational nature of parents’ illness experience while providing room for the exploration
of issues of culture and political status.

Family Systems Theory
Family systems theory developed out of the general systems theory principles
postulated by Austrian biologist Ludwig von Bertalanffy and encapsulated a novel way of
understanding the family and how members of the family relate (Anderson, Sabatelli, &
Kosutic, 2013). General systems theory, as first described by Bertalanffy in the 1920s,
sought to acknowledge the importance of systems, which are perceived to be bounded
sets of interrelated components (Bertalanffy, 1976). Bertalanffy emphasized the
interrelationship between complex systems and noted the importance of the whole system
beyond the organism, irrespective of the field of study (Bertalanffy, 1976; Pouvreau &
Drack, 2007). The influence of general systems theory gradually shaped the field of
social science and other disciplines. In the early 1950s, general systems theory began to
influence the work of anthropologist Gregory Bateson and other members of the Palo
Alto group, including Don Jackson, John Weakland, and Jay Haley (Haley, 1993;
Watzlawick, Jackson, & Bavelas, 1967; Watzlawick, Weakland, & Fisch, 1974). Their
work focused on the dynamics of families impacted by schizophrenia. The integration of
systems theory with families as it departed from the traditional, individualistic ways of
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thinking considered the relationship as its basis when treating the schizophrenic patient
and the family. This framework moved beyond the reductionism approach that had
dominated the field for many years, and which conceptualized the organism or system as
being able to make changes by reducing its components to parts (Laszlo, 1996). From
this perspective, the family would be seen only as individuals; and the complex
relationships among the individual members would be disregarded. In contrast, general
systems theory considers the complexities of the system and provides a framework within
which to examine the interrelationships among all components.
Family systems theory focuses on the relationship among the complex parts of the
system and considers how these parts work together (Laszlo, 1996). A family, therefore,
is considered to be a system that consists of many interrelated, interdependent, and
organized components that are family members. It is assumed that the family organizes
itself in a manner that allows the members to address life’s daily issues and adjust to
novel circumstances when needed. Given the transactional nature of the family, each
member, though unique, lends itself to the greater whole (Bertalanffy, 1976. Family
systems theory dictates that in order to best understand ASD, the reciprocal influences of
all aspects of the family system must be considered; and the family member with an
ASD, though valuable as an individual, is best understood within the context of the
family unit. The notion of holism is central to the conceptualization of the family and is
useful for understanding the impact of ASD on the family system. For instance, the
entire family may be impacted by the daily pressures of the disruptive behaviors of a
child with an ASD. Parents who are continually faced with routine life tasks, such as
earning income and meeting family needs, may find it necessary to restructure their
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employment; the mother may terminate work outside the home to provide increased care
for the child with an ASD, and the father may add employment in order to meet the
financial needs of the family (Myers et al., 2009). A family’s ability to function under
such circumstances cannot be better understood by separating their roles into parts.
Instead, capturing the entire family system and the relationships among members
provides a more effective lens through which to understand and address the needs of the
family and of the parental unit.
Family systems theory maintains that the family is comprised of multiple
subsystems that include but are not limited to the couple, parents, or sibling units that are
distinguished by a hierarchy of power that serves to organize the family (Minuchin, 1974;
Minuchin et al., 1996). Minuchin’s (1974) contribution to family systems theory
emphasized the importance of the family structure and urged that parents should function
as the executive subsystem. It is assumed that a family assuming a more typical
hierarchal structure places the parental subsystem at the forefront, where parents oversee
the family and provide rules upon which they mutually agree. In a family impacted by
ASD, an idiosyncratic structure may be evident in which the child with an ASD may
control the tide of the family. The parental subsystem may report marital strain due to
the constant responsibilities related to the care of the child with a pervasive illness. For
example, the mother may focus on the care and supervision of the child while also
attending to the child’s difficulties in school and his or her other challenging behavior. In
response to the required caretaking responsibilities, the parental subsystem may espouse
rules and patterns that emphasize reduction in the ASD-related behaviors. The family
rules encompass messages or communications, both verbal and or unspoken, that are
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maintained through feedback mechanisms and that serve to define the familial
relationship (Minuchin, 1974). Minuchin (1974) concluded that family patterns provide
insight into how the members relate to one another, as well as to how the family’s goals
are accomplished. As it relates to the example provided above, the parent subsystem may
decide that the primary goal should be to improve the child’s behavior and that
maintaining the couple relationship is secondary. Consequently, the parents may begin to
reduce the attention spent on their personal relationship and may also distance themselves
from social networks outside the home, which can further impact the family’s functioning
(Myers et al., 2009).
The family system is distinguished by a flow of information that is evident both
inside and outside the system (Gale & Long, 1996). The notion of boundaries is also
helpful in understanding the interface not only between members of the family, but also
between the family and other systems. This concept can be used to conceptualize the
different ways in which the parent subsystem defines limits around the parental unit and
the other members of the family. For example, the tendency for parents to attend to the
needs of the executive subsystem and to function as a cohesive unit as decisions are made
jointly about the child’s care would indicate appropriate boundaries, as opposed to being
rigid or enmeshed. The permeability of the different subsystems in the family has the
capacity to impact other members. The dynamics within the parental subsystem can
serve to influence the entire family system, and vice versa. This concept can be used to
conceptualize different ways in which the parent subsystem defines limits around the
parental unit and the other members of the family. Family systems theory attends to the
larger systems, where the context of culture and other domains that influence and are
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influenced by the person with an ASD can be considered and managed in order to ensure
the family’s development.
Boundaries, which determine how the system is organized, also describe the
family in relationship to those outside the system and describe the different ways in
which a family defines the limits around them (Boss & Couden, 2002). The family
system is open to the impacts of the external world while also having the capacity to
estrange itself from external systems. The degree to which a system is open or closed
impacts the extent to which outside systems are able to interact with and influence the
family. The research to date largely reflects that restrictions are evident between
minority families and external care systems (Liptak et al., 2008; Mandell & Novak, 2005;
Palmer, Blanchard, Jean, & Mandell, 2005; Thomas et al., 2007). Applying the notion of
boundaries is important to understanding the parental dynamics. The nature of the
system being open and closed, reflecting permeability, has significant implications
regarding how parents navigate daily circumstances while addressing the needs of their
child with an ASD—such as accessing care-related services and incorporating services
into the family’s lives (Thomas et al., 2007). Boundaries impact the extent to which
parents access ASD-related resources and services. Utilizing the concept of permeability
can be beneficial to an exploration of what supports are needed to encourage such access.
This notion is particularly significant to the research focus of this study regarding the
extent to which underserved families make use of outside resources.
Another core concept in family system captures the tendency of families to reach
their goals while making use of a variety of processes to do so. In particular, the notion
of equifinality denotes that a system is able to achieve a given result or goal through
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various means (Bertalanffy, 1976). Based on this assumption, minority parents with the
goal of rearing, caring for, and preparing their child for the future may seek to do so by
accessing and utilizing an independent living-support agency. This dynamic is closely
tied to the family’s attempt to maintain its rules, hierarchy, boundaries, subsystems, and
familial patterns in a balanced and stable manner that is specific to each family (Vetere,
2001). In that sense, the family makes attempts to maintain balance in their
interconnected system. According to family systems theory, the process by which a
family functions as a whole while attempting to maintain a sense of balance, despite a
chronic illness such as ASD, is identified as homeostasis—the course by which all family
members participate in the process of preserving the system (Laszlo, 1996). However,
the continuous responsibilities that occur while caring for a child with an ASD can be
significant enough to disrupt a family’s balance. The term circular causality describes
the degree to which one member of the familial system can affect the entire family and
disrupt patterns of behavior and means of relating (Bertalanffy, 1976). This dynamic can
be seen in a family where the mother may assume primary responsibility of the child with
an ASD while the father may not be involved in caretaking responsibilities because of
financial obligations. Family adaptability is required to ensure family wellness, and it
can present on a continuum from intense rigidity to excessive chaotic (Olson, Sprenkle,
& Russell, 1979). Simply defined, it is the family’s capacity to adjust to variety of
conditions or pertinent developmental tasks throughout the life cycle. This ability to
adapt however is balanced by the family’s need to maintain values and traditions, as well
as a sense of predictability and consistency regarding their rules for the family’s
behavior. A family systems conceptualization recognizes the intricacies of the family
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with a child with ASD as it captures the fluid, succinct, and efficient liveliness of the
parental unit. It speaks clearly to the importance of the reciprocal influence of all
members on one another while acknowledging the resonating effects throughout the
entire family that can occur as a result of the impacts of a chronic illness. Understanding
that the sum of the family is greater than its parts is helpful when attempting to address
the needs of all members.
Though researchers over the past few decades have become increasingly
interested in the impact of the spectrum disorder on the family, it is only within the last
few years that these investigations made use of family systems theory as a guiding
framework. Early proponents of family systems theory acknowledged the multicontextual complexities associated with the care of an individual with a chronic illness or
disability (Powers, 1991; Zigler, 1984). Accordingly, professionals and researchers were
encouraged to consider the illness beyond the individual and to address the multitude of
issues and impacts on the whole family (Kamberelis & Dimitriadis, 2008). Powers
(1991) stresses that the family’s structure, current life cycle, and culture must be
addressed in order to improve treatment and services. The family system
conceptualization is of particular importance when a member of the family has an ASD
because it reflects on the various forms of family composition—including traditional,
extended, single parent, etc.—as well as the interrelationship of the members. As it
pertains to the life cycle, family systems theory is useful in capturing the family’s
progress over time. A traditional and expanded view of the life cycle is discussed in this
theoretical framework. The traditional family life cycle comprises six stages: the single
adult leaves home, he or she becomes part of a couple and marries, children are born to
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the couple, the couple rears their children through adolescence, the adult children are
launched, and the later life of the family commences. An expanded view of family
development provides greater understanding of the modern family as more and more
families assume patterns and cycles variously configured over the life span (Carter &
McGoldrick, 1999). The family cycle may present differently in a family with a child
with an ASD who may not be able to launch. While the family’s structure and life cycle
influence how they care for and raise a child with an ASD, this research is particularly
interested in underserved families; therefore, additional attention is placed on the
contextual issues related to culture.
The number of children diagnosed with ASD has risen significantly since 1991
(Centers for Disease Control and Prevention, 2010). Not surprisingly, a growing number
of diverse, non-Caucasian families are now impacted by this disorder. Family systems
theory suggests that the culture of a family—its beliefs, values, social history, structure,
and unique roles among members—influences views regarding disability, childcare, and
health-care practices (Wayman, Lynch, & Hanson, 1991). Research on parents’
perceptions about the cause and course of ASD indicates that decisions about health care
and family planning are impacted by parental beliefs (Hebert & Koulouglioti, 2010) and
culture (Mandell & Novak, 2005) and inform the ways that illness is experienced and
managed. Based on these findings, it is imperative that the cultural context is considered
when attempting to understand how a family perceives ASD and cares for and seeks
support for the child.
Kleinman (1980) captures the larger context and describes the health-care system
in a manner that expands the dominant notion of health care to include three overlapping
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sectors: professional, popular, and folk. The professional domain encompasses
organized healing experts, such as physicians and mental health specialists. A vast
number of ASD-related expert services are available to families, including traditional or
Defeat Autism Now (DAN) doctors, mental health therapists, board-certified behavior
analysts (BCBA), and speech and occupational therapists. However, minority and
underserved families are not accessing and utilizing these services. Kleinman (1980)
maintains that the majority, 70% to 90%, of illnesses are managed in the popular sector
where laypersons—such as family and friends—community resources, and clergy
provide service. The early phases of ASD where symptoms are initially identified,
experienced, labeled, and evaluated to determine the type of illness—specifically, acute,
chronic, medical, or psychiatric; and ultimately where decisions are made regarding how
to address the illness and what care measures to seek are associated with the professional
domain. Families typically seek professional services, such as behavioral or occupational
therapy, and make decisions about the terms of treatment (including length of time, goals,
and evaluation) within the professional sector. The third domain is folk care and includes
nonprofessional, nonbureaucratic specialists (both sacred and secular healers) such as
indigenous healers, shamans, and self-help gurus (Kleinman, 1980). The resources
accessed family with a child with ASD makes use of their beliefs and values about the
illness that are informed by culture which affects how the family ultimately cares for the
child and seeks relevant resources. As a result of the interconnected nature of all aspects
of the system, ASD as an illness cannot be viewed outside the context of the family or the
culture. The family systems-illness model provides additional characterization that
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highlights how ASD can be explored systemically and considers the uniqueness of the
family and the life cycle.

Family Systems-Illness Model
The family systems-illness model, developed by John Rolland in 1984 serves as a
complementary guiding theory for this research. Rooted in systems orientation, this
framework captures the interface between chronic illness and disability, while paying
particular attention to opportunities and resilience that can serve to improve the family
functioning over their life cycle (Rolland, 1984, 1999; Rolland & Walsh, 2005). This
stance moves beyond the traditional medical model that seeks to cure and treat the
individual to restore normalcy, which describes biological criteria of illness and disability
in terms of diagnosis and impairment, pathology, limitation of ability, or threat to
productivity (Falvo, 2009; Rolland, 1984). Illness, as it relates to the family systemsillness model, instead explains the experience of how a full spectrum of conditions is
lived with and responded to (Larsen & Lubkin, 2009). In this sense, ASD is not
conceptualized by impaired social communication and ritualistic behavior that emerge in
early childhood; it is focuses instead on how the individual and the family perceive the
condition. This model is further expanded upon by Rolland’s family systems-genetic
illness (FSGI) model to include the time prior to manifestation of symptoms and clinical
diagnosis and the “potential influences of genetic information on the family system”
(2005, p. 4). Although the etiology of ASD is not yet understood, this
neurodevelopmental disorder does have a clear genetic component (London & Etzel,
2000). Rolland suggests that understanding the genetic factors must be considered in
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terms of the nonsymptomatic and symptomatic phases that interrelate continuously with
the individual and his or her family. Since the FSGI model is not the focus of this
research framework, a more in-depth examination of the model can be obtained in
Rolland’s (2005) article entitled “Toward a Biopsychosocial Model for 21st-Century
Genetics.”
Based on the family systems-illness model, chronic illness and other disabilities
are perceived as having significant and persistent impacts on all members of the family
system throughout the course of their lives. ASD follows a trajectory similar to other
illnesses, disabilities, or disorders, such as mental retardation, in that it is pervasive and
often necessitates management treatment that is ongoing and intensive. Consequently,
ASD combined with related treatments—such as behavioral, medication, occupational, or
CAM—can alter relationships, dynamics, family roles, and daily routines over the course
of the family’s life cycle. Most children with an ASD remain dependent upon the family
for the duration of their lives, though more are assuming independent and assisted lives
apart from the parents (Lawrence, Alleckson, & Bjorklund, 2010). It is clear that this
condition impacts not only the individual, but also all the family members throughout the
family’s life. The family systems-illness model responds to the need for a theoretical
model that addresses the impact of an ASD on the entire family system and that
recognizes the importance of their strength and resilience.
Rolland and his wife, Froma Walsh (Rolland & Walsh, 1994), suggest that
understanding the family’s ability to cope and adapt to the illness experience must be
rooted in a strength-based, relational approach. Rolland (1984) developed the systemic
framework in response to the limitations inherent in the dominant medical model’s focus
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on the symptoms of the individual. Prior to the family systems-illness model, the
research focus—beyond the reverberating impacts on the family—was often limited to
the pathological familial factors that impeded treatment. Rolland (1987a) identified the
dominant trends in the literature, which suggested that the negative impact of
dysfunctional families on treatment compliance served to compromise patients’
outcomes. The tendency to pathologize families was evident in the early descriptions of
early infantile autism.
Although Kanner (1943) was speculative in his assumption, he indicated that
parents’ tendency to be emotional perhaps contributed to the development of early
infantile autism. Bettelheim (1967) promoted a psychoanalytic approach to autism,
noting that the child’s inability to have a satisfying relationship quenches his or her
attempts to relate when it is not in his or her power to change the environment. Similarly,
Asperger (1949) concluded that children he observed would benefit from being placed in
loving environments (Frith, 1991). Even models that suggested a family system of care
placed their emphasis on improving the bond between the parent and the child (Clancy &
McBride, 1969) and placed significant pressures on parents, who were seen as
responsible for not being able to reach their child. Treatment, therefore, was deemed
unsuccessful if parents were not able to connect emotionally to their child.
The family system-illness model comprises three dimensions: (1) illness type, (2)
time phase (3) family system variables that serve as a “preventative framework” for
“assessment and intervention” with families who are experiencing a chronic condition
(Rolland, 1984, 1987a, 1987b, 1994a, 1994b). In this sense, the condition of ASD can be
explored in a manner that addresses the psychosocial implication of the condition over

46

the life span of the family, while attending to the family dynamics. This model as
intended by Rolland places great emphasis on the “goodness of fit” between the
psychosocial demands of the condition and the family’s style of functioning and
resources (Rolland, 1984, 1994a). Again, as it relates to ASD, the extent to which these
variables work together are important determinants for successful coping and adaptation
to the condition. An overview of these domains will be discussed inasmuch as they are
applicable to ASD.

Psychosocial (Illness) Type
The psychosocial typology of illness moves beyond the standard medical model
classification of disease, which focuses on the biological criteria as a means of
establishing a medical diagnosis and treatment. The intent of this dimension is to
consider the psychosocial demands an illness has on the person, along with his or her
family (Rolland, 1984, 1987a, 1987b, 1994a, 1994b). This focus by no means diminishes
the importance of the biological/psychological features of a condition; rather, it sees the
psychosocial as well as the biological/psychological aspects as relevant to addressing an
illness. In this sense, the features of ASD can be viewed beyond the symptomatic
manifestations to include the psychosocial impacts. The family systems-illness model
addresses this need by grouping conditions according to psychosocial demands as well as
by key biological characteristics in terms of similarities and differences over the course
of the disease (Rolland, 1984, 1994a). Rolland describes the typology of illness using
five categories, which in reality occur on a continuum, as a map to examine the
relationship between “family or individual dynamics and chronic illness” throughout the
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family’s life span (Rolland, 1994a). The categories include the onset, course, outcome,
incapacitation, and uncertainty. For the sake of brevity, these categories will be
reviewed as they relate to ASD.

Onset
Onset, according to the family systems-illness model, specifies whether a
condition is acute, wherein the symptoms immediately express; or gradual, with the
symptoms manifesting over time (Rolland, 1984, 1994b). This psychosocial typology is
significant because the onset affects the readjustment response of the family. For
example, an acute, sudden onset requires the family to address an illness crisis more
quickly than would a gradual onset. ASD is typically described as having a gradual onset
although some parents may report that the condition emerged quickly, most commonly
reported when skills that previously were present seemed to disappear (Kalb, Law,
Landa, & Law, 2010; McConkey, Truesdale-Kennedy, & Cassidy, 2009; Shumway et al.,
2011).
The onset of the spectrum disorder is typically described in terms of early and
regressive (American Psychiatric Association, 2000). The early onset indicates that the
symptoms occurred before the child demonstrated key developmental milestones
particular to social communication, interaction, ritualistic odd behavior, and excessive
tantrum behaviors. On the other hand, the regressive onset terminology is used to
describe cases in which a child displayed normal social and interactive skills, with a
subsequent decline in skills. The family systems-illness model, therefore, looks beyond
the symptomatic manifestation of the ASD condition and addresses the psychosocial
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implications as well. While the literature tends to focus on the implications of the onset
on the child’s functional outcome (Kalb et al., 2010; Shumway et al., 2011; Werner,
Dawson, Munson, & Osterling, 2005), fewer studies have identified the psychosocial
parental stress that manifests during the period of symptomatic presentation, discovery,
and diagnosis (Dale, Jahoda, & Knott, 2006; Gray & Holden, 1992; Hutton & Caron,
2005). Because ASD can be described as having a gradual onset, receiving a formal
diagnosis typically serves as confirmation of the disorder after signs of difficulties with
social communication, interaction, and ritualistic behaviors are present.

Course
The course of an illness as a psychosocial typology generally presents in one of
three forms: progressive, constant, or relapsing/episodic (Rolland, 1994a). The family
systems-illness model conceptualizes this category in terms of the trajectory of a given
illness over time, noting that each course is likely to produce a different psychosocial
impact on the individual and his or her family. It is assumed that a progressive illness
course is chronic in nature when symptoms occur continuously while increasing in
severity, either steadily or quickly, over time. The psychosocial impacts of this course
may allow the family little relief because the disease progression intensifies, as is seen in
the case of Alzheimer’s. A constant illness course is often seen in conditions such as
brain injury where, once the illness event occurs, there is a period of recovery followed
by a definite, constant, and predictable level of deficit or residual functional limitations
over an extensive period of time (Rolland, 1984, 1994a). This course type stabilizes; and
although the effects are ever present, there is less likelihood that a family will become
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exhausted than in the case of a progressive illness. The final course typology is the
relapsing or episodic illness in which the symptoms periods fluctuate between little to no
symptoms and exacerbation (Rolland, 1987a, 1994a). An example of an illness that
would fit into this category would be migraines or asthma. The family may have periods
of normalcy during nonsymptomatic periods but must be ever alert for relapses. Rolland
(Rolland, 1994a) notes that this illness course requires flexibility to function during the
periods of remission and exacerbation.
Autism spectrum disorder is considered to be a pervasive developmental disorder
in which a child with the disorder will always have the condition since there is no known
cure (American Psychiatric Association, 2000). However, the course of the illness may
differ and is often arbitrary. An article reviewing the literature about parental beliefs
about the cause and course of autism addressed the psychosocial implications and noted
that parents, because of the unpredictable nature of autism, were either pessimistic or
hopeful about their child’s future (Hebert & Koulouglioti, 2010). This review
emphasized that parental beliefs affect maternal mental health, as well as parental
decisions about care and family planning. Rolland (1994a) notes that it is important to
consider the family’s expectations about the course of the condition, specifically as it
relates to the professional prognosis of the disorder. This becomes more difficult when
addressing the course of autism because the prognosis is not certain.

Outcome
The outcome typology of an illness is used to determine the extent to which a
condition is likely to shorten an individual’s life span or cause death (1994a). This facet
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is best understood in terms of a continuum in which illnesses range from having no
impact on one’s life span to those that lead to death. With regard to the psychosocial
impacts, Rolland (1994a) considers that the outcome is key to grasping the “family’s
experience of anticipatory loss” and its “effects on the family” (pp. 28-29). Additionally,
this integrative model identifies that all families experience some degree of anticipatory
grief and separation, which can present challenges to family dynamics because all
chronic illness results in a loss of normal physical/mental capacity. With respect to
ASD—specifically PDD-NOS, autism, or Asperger’s syndrome—there are no indications
that the condition alone leads to a shortened life expectancy. However, other factors and
or conditions that co-occur with ASD have been shown to shorten the life span of
individuals with ASD.
A standard mortality ratio (SMR) is used to determine whether a condition or
illness shortens the life expectancy of an individual. An SMR of 1 point denotes that an
illness results in a mortality rate that does not differ from the general population. An
SMR above 1 point indicates that the mortality rate is different from that of the general
population. Few studies have investigated findings that the SMR in the ASD population
ranges between 2.4 and 3.5 points, which suggests that persons with the condition have a
mortality rate that is two times higher than the general population (Fombonne, 2003;
Isager, Mouridsen, & Rich, 1999; Pickett, Paculdo, Shavelle, & Strauss, 2006; Shavelle,
Strauss, & Pickett, 2001). Epilepsy, which is the most common comorbid illness and
which occurs in one in three persons with ASD, increases the SMR (mainly in females) to
above 3 points. Moderate and profound mental retardation is also associated with an
increased mortality rate and with an SMR above 3. Other factors associated with
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shortened life expectancy in persons with ASD are accidental (by suffocation or
drowning) and suicidal deaths (Isager et al., 1999; Shavelle et al., 2001). The potential
outcomes for a person with ASD significantly impact how the individual and the family
organize around the illness; and these outcomes underscore the importance of
understanding the needs of the person with an ASD throughout his or her lifetime. The
family systems-illness model is concerned with how ASD hampers the functioning of the
individual, as well as its impacts on all members of the family.

Incapacitation
Rolland’s (1994a) model acknowledges that the psychosocial implications of the
impairments of an illness can affect the type of familial adjustment that is required to
manage the illness. The term incapacitation describes the extent to which an illness
impairs the “mental functioning, cognition, sensation, movements, [or contributes to]
decreased energy production or disfiguration or other physical cause of social stigma”
(Rolland, 1994a, p. 31). The types of impairments vary, depending upon the illness. For
example, a brain injury would impair one’s mental and cognitive functioning. With its
varying degrees of impairment, ASD can affect one’s mental and cognitive function—
particularly with reference to executive functioning skills; sensation as evidenced by
sensitivity to sensory stimuli, such as touch, light, or sound; and movements that may be
evident in stimulatory behavior, such as hand flapping. ASD has a specific social stigma
that is often pronounced in individuals with odd and ritualistic behaviors or tantrum
behaviors. Additionally, Rolland (1994a) asserts that the overall effects of the
incapacitation of an illness on the individual or family is dependent upon the interaction
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between the illness—along with its premorbid effects—and the family’s structure, its
ability to be flexible, and its emotional and financial resources. ASD is considered to be
a pervasive disorder, which indicates that the illness will be present throughout an
individual’s life span; generally speaking, however, the symptoms are not progressive
and typically do not worsen over time. This characteristic may impact the family’s
beliefs about the ability of the individual with ASD to function within the family, which
may lead the family to alter its expectations of the person’s role in the family at different
times during the life cycle. The level and types of incapacitation that will be experienced
by a person with ASD are extremely difficult to predict, primarily because no two
persons with the condition present the same. Consequently, a family can experience
feelings of uncertainty about the illness trajectory and their future, which can serve as a
source of stress.

Uncertainty and Predictability
Rolland (1994a) states clearly that the “degree of uncertainty or predictability of a
disorder is vitally important” because of its “overarching quality” that “overlays and
colors” the onset, course, outcome, and incapacitation of all disorders (p. 33). ASD is
highly unpredictable; and the extent to which the individual is incapacitated in his or her
mental or cognitive functioning, sensation, movements, or social stigma is unknown.
Rolland (1994a) asserts that unpredictability can lead to feelings of ambiguity, which can
be difficult to overcome and which make the illness difficult to accept. It is assumed that
the more uncertain or unpredictable a condition is, the more ongoing flexibility and
intentional planning are required—which can tax the most adaptive and resilient families.
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Research has also consistently identified the impacts of uncertainty and unpredictability
on families with a member with ASD. Mothers reveal feelings of ambiguous loss, which
are linked to higher depressive symptoms and stress (O'Brien, 2007). Boss, a leading
author in ambiguous loss theory, along with coauthor Couden (2002) mirrors the
significance of ambiguity in a condition and asserts that a lack of clarity regarding the
prognosis, daily functioning, and varying capabilities can lead to relationship uncertainty,
fixation on the illness, or even to members avoiding the ill person. This is particularly
vital for understanding the parents with an ASD child, where commonly the mothers may
be most inclined to become overinvolved in the care of the child while a father may
become disengaged. Such dynamics can place strain on the parental relationship over the
duration of the illness.

Time Phase
The second dimension of the family systems-illness model moves beyond the
approach to illness as a static state and captures the dynamic progression of the illness
over time (Rolland, 1994a). The time phase is organized into three major aspects on the
timeline: (1) crisis, (2) chronic, and (3) terminal. The primary focus of this discussion
will be on the crisis and chronic aspects of ASD because, despite the fact that the
condition has been found to have a higher mortality rate than that of the general
population, the condition itself has not been found to be terminal.

Crisis Phase
The initial facet of the illness is captured in the crisis phase, which encompasses
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the prediagnosis period where symptoms become present; the actual diagnosis; and the
initial adjustment period that is often marked by uncertainty and vulnerability (Rolland,
1994a). ASD usually becomes evident between 18- 36 months of age; prior to this time,
children appear to develop normally. As symptoms begin to emerge, skills that were
previously evident may begin to regress; or skills that should have developed by this time
do not emerge. As parents begin to observe isolation, impaired social communication,
and ritualistic or idiosyncratic behaviors, they may start to suspect that something is
wrong and voice their concerns to professionals—perhaps their child’s pediatrician. This
phase often presents with difficulty since ASD is based on clinical observation and chart
review (Matson & Sipes, 2010). Difficulties may emerge, for example, when a parent
expresses concern about delays in social communication and a pediatrician during a
wellness visit attributes the delay to shyness on the child’s part. In addition, the tools
utilized for observation and review may have implications relevant to early and accurate
diagnosis.
Matson and Sipes (2010) reviewed 22 assessments and found that advancements
in ASD-specific assessment tools have increased; however, they note that only one or two
empirical articles for most of the scales have been published, excluding the most widely
used tools—the ADOS (Autism Diagnostic Observational Schedule) and ADI-R (Autism
Diagnostic Interview-Revised). While the ADOS and ADI-R empirically have been
found to be effective in identifying autism, both are commonly administered by a clinical
psychologist or a school psychologist after a referral is made and both are time intensive.
These assessments, therefore, would not occur during a wellness visit. A Canadian-based
study showed that parents reported seeing an average of four-and-a-half professionals and
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waiting and estimated three years before receiving an accurate ASD diagnosis (Matson &
Sipes, 2010; Siklos & Kerns, 2007). Moreover, as ASD contains several disorders, the
variability in diagnosis exists—with autism having the most stable diagnosis and
pervasive developmental disorder having the least stable initial diagnosis (Daniels et al.,
2011). The time phase of ASD is also influenced by cultural and economic factors.
While symptoms of ASD are typically present during the first few years of life, they are
often evident earlier to highly educated parents, while low SES parents receive a later
diagnosis and their children often are misdiagnosed (Fountain, King, & Bearman, 2011).
Because ASD is a pervasive developmental disorder, has no known cure, and impacts the
family system throughout the life span of the person with the disorder, it provides
ongoing opportunity for assessment and diagnosis. Rolland (1994a) notes that no matter
how the illness journey begins, because families are unfamiliar with this road map, they
need comfort and support to assure them that they are addressing the condition
adequately.
As a family proceeds from discovery and initial ASD diagnosis, the task then
becomes one of adjusting to the condition. Families may have difficulty determining
which tasks should be conducted during what particular time of the illness experience
(Rolland, 1994a). They may have an unclear picture of the child’s strengths and
weaknesses, as well as of prognosis variability. From a family systems-illness
perspective, it is important to consider (1) families’ awareness of system orientation to
foster empowerment and effectiveness; and (2) families’ psychosocial understanding of
the disorder in systemic terms that create a meaning for the disorder and engender
preservation, mastery, and competence throughout the life course (Rolland, 1994a).
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Chronic Phase
Rolland (1994a) describes the chronic phase of an illness as the time period
between the “initial diagnosis and the readjustment period, and the third phase” when
issues of the illness being terminal and issues of death become the primary focus (p. 48).
The chronic phase is marked either by steadiness, advancement, or intermittent changes
for the family. Since ASD presents differently in each person, it can have symptomatic
periods of steadiness, progression, or intermittent changes. Based on the family systemillness model, however, focus is not placed simply on the biological manifestation of
symptoms but instead on the family’s lived experience. Rolland (1994a) particularly
emphasizes that this phase is best understood as a “psychosocial construct” that captures
the family’s daily living experience, or what is sometimes termed the “long haul (p. 48).
It is during the chronic phase that a family comes to terms with the ASD and learns how
to organize their lives while incorporating the lasting changes that are required to deal
with the condition. It is equally important to note that this phase may at times be
impeded or compromised by members who have difficulty accepting the illness or by
those who may become overly involved in the illness. Rolland (1994a) stresses the
importance of family members learning to “maintain maximal autonomy” irrespective of
the propensity for them to move towards “mutual dependency” or become hyperfocused
on the caregiving role (pp. 48-49). Research addressing the psychosocial implications
during the chronic phase has highlighted experiences in which mothers are reported to be
the child’s primary caregiver, while fathers are often overlooked as nonparticipants
(Flippin & Crais, 2011). Even though families will vary in terms of their functioning,
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structure, and organization, it is important to consider the systemic implications of the
ASD over the course of the family’s lives.

Family Systems Variables
The family systems variables capture the components of family function that are
essential for understanding the psychosocial implications of an illness. In particular, the
family system-illness model incorporates key concepts from family systems theory
regarding the organization, cohesion, and communication styles of the family. Details
about these variables are limited in this section because a more thorough description of
key variables is discussed in the Family Systems Theory section. It is important to stress
that the family systems-illness model, which is based on the family systems theory,
considers four basic domains in order to understand illness in the family unit: (1) family
structural/ organizational patterns, (2) communication process, (3) multigenerational
patterns and family life cycle, and (4) family belief system. A brief overview of these
domains follows, with a more detailed description of the family belief system because
this is a domain that is helpful in understanding the unique experiences of minority and
low- SES families with an ASD child.
Family organizational patterns are critical when determining a family’s ability to
organize its structure and make use of available resources to meet the challenges that are
present over the entire life course. The family is defined as all members of the unit,
including extended family and other key people who function as members of the system.
A behavioral therapist who has worked with the family from the toddler years of a child
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with ASD throughout the child’s high school years can become a part of the family
constellation.
Issues of family adaptability, cohesion, and boundaries are important to
understanding a family’s organizational patterns. Effective communication patterns are
vitally important as the family endeavors to manage the demands of the illness (Rolland,
1994a). This can readily be seen in cases where both parents are able to work together to
address the needs of the family while also working together to address the needs of the
child with an ASD. For example, an effective communication process would have
someone announce to the family that “we are all going to go out to eat for dinner in 10
minutes”; this prepares the child with ASD for the transition, helps to reduce his or her
tantrum behaviors, and includes all members in the activity. The family does not
function in isolation, and variables that may be infused from generations prior, must be
understood.
The multigenerational experience captures key events and transitions over the
generations as a means to better understand and explain the family’s style of adaptation
(Rolland, 1994a). In particular, the family systems-illness model seeks to understand
multigenerational patterns in order to help identify areas of strength, vulnerability, and
risk in families that can be perpetuated by harmful patterns; as well as other family issues
that are transmitted across generations. For example, a family that includes a
grandmother who exhibited symptoms of ASD and was considered unable to care for
herself and who never acquired any independent skills might seek to keep the
granddaughter with ASD granddaughter from gaining a level of independence that could
be gained through independent living supports. As family functioning is placed at the
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forefront of its conceptualizing, the model focuses on flexibility, stamina, and depth of
commitment in the system while placing great emphasis on the need to refrain from
pathologizing the family. Rolland draws on normal family process research (Rolland &
Walsh, 1994) that dispels the myth that “normal” families are free of problems. This
notion is particularly useful when considering how families cope with an illness.
Families are viewed through a normative lens that seeks to understand the empowerment
and collaboration that promote healing. Most importantly, this perspective seeks to
understand whether a family’s narrative is affirmative or destructive regarding illness
experience, and if it can be reframed when appropriate.
The family belief system plays a significant role in how the family manages an
ASD. According to the family system-illness model, individuals, families, and larger
systems have a philosophy that influences behavior (Rolland, 1994a). Rolland (1994a)
also notes that these beliefs provide a sense of “coherence to family life, facilitating
continuity among the past, present and the future” that impact show a family addresses
novel and unfamiliar circumstances, such as an illness (p. 127). The family’s belief
system may also influence the explanation that is given regarding the condition. The
explanatory model is used to describe beliefs and behaviors about the causes and course
of an illness, how symptoms are interpreted, and interventions that are needed to address
that illness (Kleinman, 1980). The family system-illness model builds on the work of
Kleinman (1983, 1988) who concluded that the explanation of illness is an important
aspect of the family belief system as different members or sectors may have different and
even conflicting perceptions about the origin of the illness. For example, although the
etiology of ASD remains unclear, a few previously considered explanations—such as the
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refrigerator mother or childhood vaccines—have been dispelled. Nevertheless, some
parents may continue to connect these explanations to ASD. The family system-illness
model is rooted in the philosophy that families develop shared beliefs that essentially
shape how the family interprets ASD. Moreover, a family’s shared construction of
reality influences how members interpret and live with an ASD; and it also guides their
help-seeking behaviors. Social constructivism highlights the significance of ASD as a
coconstructed phenomenon and is distinctively useful for understanding perspectives that
are not routinely addressed in the literature.

Social Constructivism
The final conceptualizing framework of this thesis pays special attention to
emergence of the ASD experience as a cocreated phenomenon in the relationships of
family and other systems. Social constructivism, a concept that developed in the field of
sociology, focuses on the ways in which a social phenomenon is created.
Constructivism’s interest in the group process focuses on how people as they relate give
meaning to their reality. In this sense, the status of being a minority parent of a child
with an ASD becomes a valid experience only when the notion of culture is socially
constructed and given significance collectively. Key to this exploration is the construct
of culture and how this phenomenon is reflected in the lives of minority parents of a child
with an ASD. Culture in this study is characterized by a set of shared attitudes, values,
practices, and social forms that are embedded in the characteristic features of everyday
experience, shared by people within a particular space or time. Culture also encapsulates
traits associated with racial, ethnic, religious, or social groups that can all serve to impact
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a family’s beliefs about health and illness (McGoldrick, Giordano, & Garcia-Preto,
2005). Culture is a social construct that is dynamic and flexible as it shapes and is shaped
by the people in a particular group. Within this framework, minority families with a
member with an ASD and the external system create a shared definition of their reality.
The social constructivism model acknowledges that beliefs about ASD emerge out of a
corporate construction contributed to by all entities and is not solely constructed by the
individual or the family. It recognizes that the experiences with the external system of
the minority family with a member with an ASD influence the ways the family organizes
around the problems that may occur. From the constructivism platform, the voices of
these families are allowed into the research conversation and are used to generate an
understanding of their experiences based on their “firsthand account” (Gergen, 2009).
The dominant discourse surrounding ASD, which is often negatively constructed, fails to
explore the meanings that parents ascribe to ASD, as well as parents’ perceptions of its
impact on their family. Exploring the parents’ discourse can serve to shed light not only
on the stress of ASD, but also on the important functions of improving familial ingenuity
and solidarity. This proposal, therefore, seeks to identify minority families’ beliefs about
ASD consequences and the impact these consequences may have on the families’ wellbeing.
Working with autistic children for the past nine years has provided this researcher
with firsthand experience regarding the benefits of applied behavior analysis with
children with autism. It is well recognized that language plays a crucial role in how
people "see," and thus experience, illness. According to this narrative line of inquiry in
the social and behavioral sciences, people revise accounts of life experience in the face of
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unexpected or adverse events in order to maintain a sense of coherence, continuity, and
meaning (Gergen & Gergen, 1983). In this sense, narrative processes can be understood
as reflexive efforts to cope with negative life outcomes and to deal with the impact of
change and loss. In spite of definitional problems inherent in the concept (Sarbin, 1986),
theoreticians concur that narratives must organize events in such a way that they
demonstrate a sense of coherence, as well as a sense of direction or movement over time
(Bruner, 1990; Mishler, 1986; Ricoer, 1981). The assumption is that narratives carry
implications for the well-being of the narrators and point to a range of potential
outcomes. In so doing, they reflect an evaluative condition and provide an indication of
events to come. In effect, this suggests that each person becomes a historian of the self,
developing an internally consistent interpretation of the life cycle so that past, present,
and future are experienced as congruent. The assumption is that such processes work to
preserve a sense of coherence and continuity in identity and self, which are seen as
critical determinants of mental health (Antonovsky, 1987; Basch, 1976; Cohler, 1982;
Erikson, 1963; Kohut, 1977). This dissertation will, therefore, proceed from a stance
allowing for the narratives of the family to emerge as they relate to their journey with
treatment.
The linear framework applied to understanding and addressing the needs of the
family fails to address the transactional nature inherent in families impacted by ASD
(Konstantareas, 1991). Therefore, this paper describes the current perspective on the
impact of ASD on parental relationships from a family system framework. A review of
the literature highlights the following key familial impacts: (a) symptomatic presentation,
discovery and diagnosis process; (b) identification and utilization of support, services,
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and resources; (c) family role strain; and (d) altered life cycle. Findings as they pertain to
minority parents are also provided. Human diversity issues as they relate to intervening
with families provide consideration for addressing the needs of families from varying
sociocultural groups that have children with ASD. For example, minority and
underserved families often experience difficulties in accessing ASD-related services;
therefore focusing on how the therapist can best address these external influences is
important. What is reviewed here will be assessed and critiqued based on what is
addressed in the developed grounded theory.
The purpose of this study is to expand upon what has previously been established
in the literature relative to the impact of an ASD on the family in order to make room for
experiences that are unique to minority and other underserved families. In order to
achieve this goal, it is imperative to review and note the stressed and positive influences
that have been associated with the care or rearing of a child with an ASD. In so doing,
this proposal reviews the literature in order to make clear the dominant findings.
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CHAPTER FOUR
METHOD
The task of understanding how minority parents experience their child with an
ASD can be achieved by making use of a form of inquiry that permits parents to share
their stories. Examining the narratives from parents has the potential to go beyond what
is currently understood about ASD in the family. A substantial amount of literature
focuses on the negative effects of ASD on the individual and, to a lesser extent, the
family. Consequently, a methodological design that seeks to capture a deeper and unique
understanding of minority parents whose lives are impacted by a pervasive disorder is
advantageous. The aim of this research is to shed light on their daily-lived experiences,
behaviors, emotions, and relational needs by paying particular attention to their
interactive processes, thoughts, and feelings. This aim is further rooted in the tenets of
social constructivism where the focus is placed on how reality is socially produced
(Gergen, 2009). For these reasons, a qualitative methodological research approach is
utilized, as described by Vidich and Lyman (2003). Such an approach is useful in
analyzing and understanding the “patterned conduct and social processes of society,” as
well as why the “actor and participant are as they are” (pp. 55-56).
Using a qualitative design places more emphasis on the quality of the parents’
thought and relational processes than on gathering data experimentally or measuring
findings in terms of “quantity amount, intensity or frequency” (N. K. Denzin & Lincoln,
2000, p. 8). The nuances particular to minority parents as they navigate and live their
lives with their child on the spectrum can be captured in the rich data that would likely be
lost in a mathematical design. Approaching this study from a quantitative
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methodological approach limits the ability to depict the descriptive experiences of the
underserved families, as has been done in other studies that are based primarily on
Caucasian and middle-to-upper-class families. This study seeks to shed light on the
issues of culture and economic status as they relate to ASD in the family.
Studies exploring the impact of ASD on the family that make use of quantitative
methods are useful in identifying areas of distress and even positive influences associated
with ASD but may not capture the richness of the cultural context. While such findings
are of importance and can be used to engender an understanding of what minority parents
may face, they do not explain why minority parents are not major consumers of wellestablished treatments. Ethnic minority and low-income parents may not make use of
traditional services like applied behavioral analysis and may instead seek communitybased services that address and are more in line with their care-taking needs. Caucasian
and middle class families receive early diagnosis and are able to utilize early intervention
programs because they have the social and economic capital that enables them to take
advantage of these services (Mandell et al., 2009).
This work attempts to provide an opportunity for minority parents to
communicate their life as it is and the motivations behind their familial decisions as they
pertain to ASD. In addition to understanding the process of society, qualitative methods
allow for the complex phenomena relevant to the minority family with a child who has an
ASD to be interpreted so that it can be used to inform empirical knowledge. Research
with these minority families may expand existing family theories and can inform
treatment and service options tailored to them.
Corbin and Strauss (2008) describe qualitative analysis as a methodological
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process of examining and interpreting data to bring forth meaning, gain understanding,
and develop empirical knowledge. This knowledge is not created out of what has been
established empirically but emerges from the stories of the participants. The themes that
emerge from the interactions with the participants can then be used to inform future
empirical studies that rely on inferential empirical procedures so that generalizations
about the populations of interest can be made (N. K. E. Denzin & Lincoln, 2007, p. 17).
This research can begin to fill the gap in the literature and shed light on the daily
experiences of the minority family with a child who has an ASD by providing rich
descriptions of how they manage their lives as they raise their child. In particular, a
grounded theory methodology offers a viable course of investigation to explore minority
parents inasmuch as this topic of inquiry is practically uncharted. Grounded theory can
be used to bridge the gap between theory that emerges from the social context specific to
minority parents with a child who has an ASD and empirical research that focuses on
Caucasian parents. Most importantly, grounded theory is noted to be theoretically
consistent with family therapy research in its pursuit of research from an inductive
stance; and it is useful in getting at the meanings, perceptions, and understandings of the
participant (Echevarria-Doan & Tubbs, 2005).

Grounded Theory
Grounded theory is a methodological approach that is based on the development
of theory from data that are collected and analyzed in a manner that is systemic and
recursive (Charmaz, 2006; Corbin & Strauss, 2008; Echevarria-Doan & Tubbs, 2005).
Considering that this study commits to the ideological premises of grounded theory, it
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becomes imperative that information that is collected is derived from the realities of
minority parents. The goal is examine the nuances of the parents’ statements and their
actions and to learn what transpires in their lived experience as they care for their child
with an ASD. The information revealed through this investigation will be evaluated with
the aim of conceptualizing these experiences and facilitating the advancement of theory
about ASD in the cultural and low socioeconomic context. This design can serve to
foster a profound understanding of minority families by delineating how culture
influences the functioning of the family with a child who has an ASD. Such information
is achieved through the use of procedural guidelines inherent in grounded theory
methodology (Atkinson, Coffey, & Delamont, 2003; Charmaz, 2006; N. K. Denzin,
2010). Although these guidelines vary based on the type of grounded theory, they
provide a broad set of principles and analytical procedures that are not intended to serve
as a set of inflexible rules. The process of inquiry is inductive and informs how data, that
is the foundation of the theory, are collected and analyzed. The concepts that emerge are
constructed and “culminate in a theory” that reflects an “abstract theoretical
understanding” (Charmaz, 2000, p. 4) of the experiences of the minority parents. Every
aspect of the practices of the grounded theory research process is influenced by the
researcher so that what truly emerges is the co-constructed reality of the minority parents’
experience of raising a child with an ASD.
As is true of other approaches to qualitative inquiry, grounded theory necessitates
that the researcher must become engrossed in the respondents and study their interaction
in order to construct concepts and associations that can be used to produce theoretical
descriptions that are grounded in the data (Charmaz, 2000). In so doing, the researcher is
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active in all aspects and phases of the research, although the manner and the extent of this
activity vary across grounded theory perspectives. The multiplicity of grounded theory
frameworks includes positivist, post-positivist, constructivist, objectivist, post-modern,
situational, and computer-assisted versions (Charmaz, 2006; N. K. Denzin, 2010).
Emerging in the late 1960s in opposition to the dominance of quantitative research, early
proponents of grounded theory maintained a positivist emphasis with methodological
guidelines that assume the neutral and unbiased nature of the researcher, who observes
the external world and collects facts and knowledge to generate theories of truth (Glaser
& Strauss, 1967). The quantitative approach assumes that the researcher is able to
discover the true reality experienced by families with a child who has an ASD, thus
denying the multiple realties that may exist for minority families. In the 1990s, Strauss
diverged from earlier work with Glaser, as seen in his coauthored work with Corbin in
which a postpositivist framework allows for an interactive process between the researcher
and acknowledges the voice of the minority family—seeking to report their experience
accurately while acknowledging differences in views of reality between researcher and
parents. However, aspects of the traditional positivist tenets are still evident in some
grounded theory approaches that assume an objective, external reality that can be
gathered by collecting data in an unbiased manner, using technical procedures to verify
truth (Charmaz, 2000).
Constructivist grounded theory emerged in response to the positivist and postpositivist grounded theory styles, moving beyond rigid guidelines and acknowledging
that the interaction between the researcher and the data precludes the researcher from
assuming an objective stance. Grounded theory facilitates the analysis of data that is
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“bounded by the epistemology and ontology” of constructivist perspectives (EchevarriaDoan & Tubbs, 2005, p. 55). This is consistent with the social constructivism framework
of this research.

Constructivist Grounded Theory
This study makes use of the constructivist form of grounded theory to guide
inquiry into the experiences of minority parents living with a child who has an ASD.
This interpretive paradigm of grounded theory, developed by Kathy Charmaz, reflects the
postmodern perspective that is based on realistic ontology and highlights the importance
of a subjective epistemology and interpretive analysis that recognizes that reality is
constructed (Charmaz, 2000). This perspective differs from the original objectivist
perspective, as proposed by Glaser and Strauss (1967), and emphasizes the significance
of the researcher as a filter for information that is obtained from the participants. The
interaction between the participants and the researcher influences how the information is
perceived, analyzed, and reported. The aim, then, becomes to understand the
perspectives of the minority parents as much as possible while being well aware that what
is gathered is limited by the experiences and perceptions of the researcher. As Charmaz
intended, neither the data that are gathered nor the theories that are formulated are
discovered; instead, the theories propose an interpretation of the world of these parents.
Therefore, what is reported in this study will reflect the implicit meaning of the parent
participants, the experiential position of both the parents and the researcher, and the
conception of the researcher’s grounded theory—all of which, in essence, is a
construction of reality. The influence of the researcher’s subjective experience on the
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way the research has been explored, conducted, and examined will be acknowledged in
order to provide the transparency needed to better interpret findings. In this exploration
of the experiences of parents with a child who has an ASD, the researcher assumes that
there are multiple realities; and that the researcher and the parents attempt to cocreate the
understanding of their reality in a nonexperimental manner, using naturalistic procedures
(N. K. Denzin & Lincoln, 2000).

The Researcher
In January 2009, I had the privilege of meeting with a 26-year old Black female
who was diagnosed with autism at the age of 21. In my initial session with her and her
mother, she sat quietly—almost withdrawn—and seldom made any eye contact. For
approximately 40 minutes, I engaged consistently with the mother about characteristics of
autism, her rights as a parent, and services that were available to assist her and her
daughter with aspects of their quality of life. I mentioned that with support, the daughter
could possibly establish some independence and pursue goals that were of interest to her.
With that possibility, this young woman raised her hand almost sheepishly and declared:
“I want to go to college.” My heart was immediately impacted by her courage to seek a
life beyond what had been prescribed for her. I felt a sense of inspiration coupled with
sadness in that moment, knowing that this family, like other minorities with a child who
has autism was not being serviced appropriately. Mendell, (2002) in a study addressing
disparities in diagnosis among minority children on Medicaid, found that Black children
were less likely to receive an appropriate diagnosis of autism and were more often
misdiagnosed with conduct or adjustment disorder. While sessions progressed with this
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minority family, I had an opportunity to witness a side of the spectrum that I had not been
aware of during the past 14 years of servicing families with a child with an ASD—the
side that could be made clear only by explicitly seeking to understand the unique
situations of minority families. Their story differed from the stories of the Caucasian
families that I serviced for many years—stories that identified struggles while also
highlighting a sense of relief that came through knowing that they were providing their
child with needed support early on. Even though the minority family echoed the quest
for answers and support, lack of access to care presented itself in a manner that had
reverberating effects not only for the child, but also for the parents. The mother shared
stories of her attempts to secure the future that her daughter dreamed of through the
services provided by Regional Center (a California, government-funded entity) after her
daughter’s condition was confirmed by credible evaluators. Her experience illustrated
resilience, courage and commitment to providing a life for her daughter when she would
no longer be able to care for her. Her story, as well as other minority family experiences,
are real and deserve to be expressed and explored. This is how my quest as a family
therapist moved beyond my initial goal of servicing families from a systemic perspective
and focused additionally on exploring the realities of minority families with a child with
an ASD that have not been told.
My need to first orient the reader with my history and experiences with ASD are
aligned with the tenets of constructivist grounded theory. A primary aspect in this
research process is to acknowledge that what emerges from the work is a direct reflection
of the interaction between the participants and the researcher. Therefore, it is not only
important to mention my professional experience as a master’s degree-level licensed
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marriage and family therapist specializing in ASD, but also to inform the reader that the
disparities noted became increasingly apparent over the past decade. I wondered why
minorities, such as I, were not representative of those receiving family therapy at my
places of employment and were not active in national conventions aimed at reducing the
impact of ASD. I am a Black, first-generation Belizean American; a wife; and the
mother of a neuro-typical toddler. My desire to explore how ASD impacts minority
parents is greatly influenced by my ethnicity, my culture, my marital status, and my
educational accomplishments. My current geographical location also shapes my research
choice since I reside in Southern California where grassroots movements such as the
Special Needs Network, whose primary aim is to support minority families with a
disabled child, are emerging. My professional and personal life experiences have
provided me with valuable experience in supporting minority parents and their children
impacted by an ASD. Moreover, this experience sparked my interest in making known
their realities in the academic arena.

Research Topic and Questions
In order to examine the data, or the occurrences pertinent to the lives of minority
parents raising a child on the spectrum, it is assumed that the knowledge that is acquired
is cocreated. Charmaz’s (2000) constructivist approach to grounded theory does not
intend to identify data that is based on an external reality; instead, it acknowledges the
interaction between the researcher and the participants in creating knowledge. The openended questions I devised reflect a form of inquiry that is broad and flexible. This
approach provides an opportunity for perceptions and experiences that have not been
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readily identified or those that have been misinterpreted to be better captured and
clarified (Glaser & Strauss, 1967).
Raising a minority child with an ASD is a sociocultural process that can be
explored by examining the relational process of the minority parents while also
addressing the individual perceptions of the disorder. Because I am primarily interested
in exploring how ASD is processed by the parental subsystem, my line of questions
include “how” and “why” the family functions in the manner that it does, as well as what
it does in the hope of making their underlying motives apparent. Ultimately, this inquiry
will serve to identify the ways in which minority parents perceive ASD and its effects
upon not only the family dynamics but also the parental relationship.
The following questions provide the broad foundation for exploring the concerns
listed above:
1. What are the prominent experiences of minority parents who have a child with
an ASD? Specifically, at what age was the child first evaluated, given a
diagnosis, and provided treatment/services?
2. How do minority and underserved parents process an ASD throughout their
family life cycle?
3.

Why do they process the condition in the manner that they do?

4. What are the effects of an ASD on the family unit?
5. What is its particular impact on the parental relationship?

Sampling Procedures
The initial sampling guidelines will be used to identify and recruit a focus group
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of six-to-eight minority parents of children with an ASD. Charmaz (2006) specifies that
initial sampling procedures in grounded theory provide the foundation from which the
sample criteria and relevant material are determined prior to entering the field. Parents
will be chosen based on their appropriateness to my understanding of minority parents’
experience in rearing a child with an ASD, as well as their ability to shed light on the
research questions.
California is unique in that it has regional centers throughout the state that provide
funding for persons with autism and other disabilities. This service is available to all
children who meet the specified criteria of the independent regional centers and is not
contingent upon the socioeconomic status of the parent(s). Resources and agencies
dedicated to servicing minority families in Southern California with a child with an ASD
include the Special Needs Network, ASD Consultancy, Open Doors Now, and IAN
Project.
Letters and flyers will be mailed and or emailed to the foregoing agencies,
informing them about the study that will invite the participation of relevant parents.
Additional participants will be recruited by word of mouth. Snowball sampling will be
used to ensure that community leaders and other parents easily identify the specific
subsets of minority parents. These parents will serve as the basis from which my theory
will emerge. Grounded theory sampling tends to progress from the initial sampling
procedures and is followed by theoretical sampling procedures as thematic concepts
begin to emerge (Draucker, Martsolf, Ross, & Rusk, 2007). The sampling of additional
minority parent recruits for subsequent interviews will be based on theoretical sampling
methods.
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Theoretical sampling as described in the grounded theory approach involves
selecting participants who are best able to contribute to evolving theory. Parents,
therefore, will be recruited to participate in the remaining follow-up interviews that are
likely to yield relevant data. At this point in the research project, theoretical sampling is
used to refine and expand categorical themes (Echevarria-Doan & Tubbs, 2005) that are
formulated in the focus group interview and to fill in any conceptual gaps. Charmaz
(2000) indicates that theoretical sampling is essential in a grounded theory approach in
order to develop theory that is complex and is also conceptually dense. In following such
lines of reasoning, the samples selected for the individual interviews evolve from the data
that emerged in the focus groups. Rooted in ideas from the focus groups, they serve as an
additional empirical investigation.

Description of Participants
A varied sample of minority parents will be included in the study in order to
better understand the multiplicity of experiences that are evident among underserved
families who have a child with an ASD. Six-to-eight each low SES parents or parents
from among Black/African American, Latino, and Asian ethnic groups will be identified
to participate in a total of four focus groups. Families will be included in the study based
on the DSM IV TR diagnosis or traits of ASD evident in at least one child. The DSM IV
TR categorizes ASD as a childhood pervasive developmental disorder that is marked by
impairment in several areas of development (American Psychiatric Association, 2000).
For the purposes of this study, the child with an ASD diagnosis will be 1 to 18 years old.
This age span was selected with the intent of providing a broader understanding of
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parents’ experience during the period of the family’s lifespan when parents are most
likely to provide in-home care for their children. Adults 19 years of age and older with
an ASD will not be included in the study, irrespective of whether or not they are cared for
by their parents. While such restrictions may limit the extent to which information
regarding child care during the adult years of life is gathered, it is useful to capture the
particular experience of parents who are caring for and living with a child diagnosed with
an ASD. In regards to marital status, no restrictions regarding marital status will be
imposed in this study in order to allow for a richer dataset and to account for the diverse
family constellations. Married, cohabitating, single, divorced and separated parents will
be considered for participation.
The procedures that follow highlight the analytical approaches intended to capture
the experience of the parents sampled. Grounded theory method from a constructivist
perspective is perceived not as a data-collection method but as strategies that should
engender a vast array of data with thick descriptions (Charmaz, 2000).

Procedures for Gathering Rich Data
In keeping with the methodology of qualitative research, this research uses
multiple grounded theory methods to gather information from participants. Qualitative
research has the added benefit of producing information based on the perceptions of the
minority family with a child with an ASD. It is a useful frame for describing their
response to caring for their child with a chronic illness, as well as for describing the
impact on the parental relationship. Grounded theory provides tools needed to assess
subjective family well-being and subsequently develop grounded theory that is reflective
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of the languages and voices of the minority families (Corbin & Strauss, 2008). It is
intended that this constructivist grounded theory approach will shed light on the
dynamics of minority parents, determine issues pertinent to this group, and inform best
practices for mental health and other health-care professionals working with this
population.
An inductive approach to data collection will be used to establish a theoretical
framework that serves to determine the complex nuances of the recruited minority
parents. Charmaz notes that grounded theorist can make use of many techniques drawn
from multiple resources to obtain a rich foundation of data (Charmaz, 2000). The tools
selected to achieve the purpose of understanding minority parents’ experiences in raising
their child with an ASD are focus groups, individual interviews, and memos. As with all
tools of grounded theory research, focus groups, interviews, and memos have
consequences that impact the very nature of what emerges in the data. The selected tools
were shaped by the need to give voice to a group of parents who have been historically
marginalized and not given proper opportunity to share their lived experiences, needs,
and strengths. It is important that the minority parents have a forum in which to share
ideas, beliefs, and attitudes with parents from similar ethnic and socioeconomic
backgrounds. Focus groups, as a tool, allow for information to be collected in a
nonthreatening environment, which is important when attempting to gain an in-depth
understanding of the issues that may be emotionally charged (Krueger & Casey, 2009).

Focus Groups
Four focus groups with approximately six-to-eight parents will be conducted by
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the researcher and audiotaped. Although some scholars suggest that the focus group
should include eight-to-12 participants (Stewart, Shamdasani, & Rook, 2007), fewer
participants can encourage the sharing of deeper understandings (Morgan, Krueger, &
King, 1998). However, groups with fewer than six individuals will not be used since this
may impact the diversity of ideas presented (Piercy & Hertlein, 2005). A minimum of
eight minority parents will be invited to participate in a focus group in order to increase
the probability that each group will be composed of at least six individuals. A reserve list
of two parents will also be used to ensure the ideal group size if previously committed
parents are unable to attend the focus group. Interview questions will be open-ended and
are intended to glean from minority families their overall experience with the care of a
child with an ASD, including its emotional, economic, and relational impact on the
family. Arranging the focus groups by ethnic or socioeconomic status can enhance the
process.
Piercy & Hertlein (2005) emphasize that homogeneity is key among focus group
members and encourages participants to share more openly. Parents may be less open to
sharing their cultural experiences with ASD when grouped with parents of a different
ethnic or economic background. Therefore, the groups will consist exclusively of
Black/African American parents, Latino parents, Asian parents, or low SES parents. To
ensure a more expanded understanding of each group, the families will differ in terms of
the ages of their children. The different ages of the children is considered to be a break
characteristic since this trait differs among the group participants (Piercy & Hertlein,
2005). Making use of this break characteristic is important in order to gain an
understanding of the parent’s experiences across the childrearing ages. The questions
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asked during the focus groups will address the fundamental line of inquiry in all groups.
Krueger (2009) urges that focus group questions must be conversational and clear.
In this sense, the questions are devised in a manner that facilitates the social experience
that is needed to maintain a comfortable environment and that encourages participants’
disclosure. As a researcher, my questions must be communicated in a manner that is
concise, straightforward, and makes use of terminology that is pertinent to participants.
In particular, questions developed for focus groups should understandable to participants
and free of professional jargon that may not be understood by participants (Krueger &
Casey, 2009). I intend to address this issue by utilizing the committee research team and
minority parents similar to my target audience who have a child with an ASD to review
and refine the research questions. The process of developing the research questions as
described will allow for a set of quality questions that will aid the parents in sharing their
particular experiences during their focus group sessions.
All information gathered from the focus groups will be recorded and transcribed.
The expected duration of the interviews is expected to last no more than two hours. A
separate member will transcribe data that will then be reviewed by the researcher. The
transcriptions will be discussed with committee members to ensure that the analysis is
systemic and recursive. From the reading of the interviews, common and uncommon
themes and patterns that emerged will be used to describe the experiences particular to
minority parents living with and caring for a child with an ASD.

Individual Interviews
Follow up interviews will be held with one or two parents from each focus group
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or other parents identified through theoretical sampling procedures. The interviews will
be audio recorded and transcribed, with all identifying information removed. These
interviews will allow me to gain an even deeper understanding of themes that were not
adequately developed and to improve the strength of the study methodology through
triangulation. Intensive interviews will be used to explore undeveloped categories in
order to gain a deeper understanding of the parents raising their child with an ASD. This
process encourages participants to share a more in-depth interpretation of their
experience (Charmaz, 2006). Therefore, parents participating in the follow-up interviews
will be asked questions that invite them to express and consider aspects of their
experiences in a manner that is not commonly afforded to them. The aim of the followup interviews is to focus on the stories of the participants that move beyond the surface
experiences and allow for time needed to explore and clarify any areas of uncertainty.
The structure of the questions may vary from a loose to a semistructured format to
facilitate the development of the conversation. Furthermore, Charmaz (2006) notes that
this is an opportunity for the experiences of the participant to be validated and for
appreciation for their contributions to be expressed.

Memo Writing
Memo writing is a critical step in grounded theory research that allows me to
analyze the data and that supports the development of all possible theoretical
understandings (Charmaz, 2006). Memos will be used throughout the research process to
highlight my understanding and perceptions of the experiences that will later be compiled
into an integrated analysis that serves to theorize the experiences of the minority parents.
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The early phase of memo writing may include recordings of what is seen in the data and
expand the qualitative codes (Charmaz, 2006). Such work can elucidate the already
mundane understanding of how parents navigate through the journey, riddled with the
stress of raising a child with an ASD; and can serve to illuminate what it means to these
minority parents to have and live with a child with an ASD. As it relates to developing
my theoretical sample, the memos will allow me to better predict the direction I need to
pursue to fill the gaps in my data and saturate previously identified categories (Charmaz,
2006). This process is ongoing and is intended to spontaneously and informally enhance
my analytical process. Subsequent memos may, therefore, include categorization of
changes in my beliefs, as well as assumptions about and comparisons of the data obtained
from the minority parents.

Data Analysis and Procedures
The data obtained from the focus groups and individual groups will be coded.
Coding in grounded theory refers to the extent to which particular themes or concepts of
the data are identified, labeled by categories, and summarized in an analytical manner
(Charmaz, 2000). This serves to illuminate the lives of the minority parents as they live
with and raise their child with an ASD. The process, consequently, will begin with initial
coding procedures consonant with my aim to be open to discovering any theoretical
possibilities that are evident in the data (Charmaz, 2006). Thus I must be vigilant to
move beyond my preconceived ideas about the parents and any experiences that may
taint my exploration. My focus is on the data and will make use of words that reflect the
actions of the parents. These initial codes are understood to be provisional and may be
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modified to better capture the meanings and actions the parents ascribe to their dailylived experiences. Charmaz (2006) notes that this segment of the coding procedure
should be quick and spontaneous, and should allow for comparison of any incidents that
can initiate further analysis. Line-by-line coding, in which each line is be considered,
will be used to review the detailed transcription of the focus groups and individual
interviews.
Focused coding will then be used to obtain a more precise and conceptualized
understanding of the data (Charmaz, 2006). This process emerges from the initial coding
in order to enhance understanding of the most significant codes previously identified and
to determine if the codes adequately reflect the data. It is during this phase that the
decision to analytically sort the data is made. Data are compared with data and refined to
produce the focused code. Following this step, axial coding relates the categories to
subcategories and delineates the properties and dimensions of a category (Charmaz,
2006). Axial coding then allows the data that were separated in the initial coding phase
to return to the coherent whole that reflects the thoughts of the parents. Charmaz (2006)
uses axial coding to demonstrate the links between the categories and the subcategories in
a way that does not adhere to a structured set of procedures and that ultimately expands
the analytical power of the ideas that are formulated. Following this step, theoretical
coding that can be used to sharpen and enhance the analytical categories. Theoretical
coding conceptualizes how solid codes relate to each other and can then serve to develop
theory (Charmaz, 2006).
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Evaluation Criteria
Constructivist grounded theory denotes four criteria that should be considered
when evaluating research. This study adheres to the need to ensure that the criteria for
credibility are met. Charmaz (2006) considers the extent to which the research is able to
achieve a close understanding of the issue pertinent to minority parents with a child with
an ASD. Further, credible research indicates that the data warrant the claims made about
the parents. There should be strong logical links between the gathered data and the
arguments provided. Most importantly, the evidence must be shown that allows the
reader to independently assess the claims made in the research.
The criterion of originality is used to determine the extent to which the new ideas
formulated are sound or provide sound, new insights regarding a previously studied issue
(Charmaz, 2006). In particular, this research targets minority parents with a child who
has an ASD—a population whose concerns, at best, have been marginally addressed.
Introducing data that provide new understandings of their experiences will have
theoretical as well as social significance for these parents and for the mental health
professionals who service them. In order for my work to be original and sound, it must
challenge, expand, or improve current theories related to minority families with a child
with an ASD child; it must inform the practices that are incorporated to address their
needs; and it must be relevant and make sense to the parents who shared their experiences
(Charmaz, 2006).
Resonance is another criterion for grounded theory that seeks to determine the
extent to which the categories reflect the richness of the minority parents’ daily lives, as
well as if ambiguous or commonplace ideas are exposed. Charmaz (2006) asserts that
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quality resonance should identify links between the larger society and the individuals.
This by no means suggests the extent to which findings can be generalized but does seek
to link the individual and the collective system when the categories suggest it is relevant.
Emphasis, therefore, will be placed on readdressing the literature on families with a child
with an ASD and making links to minority families with a child with an ASD.
The last criterion for grounded theory research is usefulness. Usefulness as
criterion for grounded theory research addresses whether or not the analysis provides
explanations that are useful to parents in their daily lives and in the work of the
professionals who service them. The processes that are defined should not be generic and
should reflect information that is specific to minority families raising a child on the
spectrum. Additionally, the investigation should generate additional research in areas
that require further exploration and should contribute to the field, making it possible for
minority families to have improved family well-being. When combined and
implemented into the study design, these criteria increase the value of the research
(Charmaz, 2006).

Implications
Minority families with a child with an ASD are impacted by the effects of the
developmental disabilities; as well as by the social constructs of race/ethnicity, poverty
status, and gender that may further impact the families’ well-being. Efforts should be
made to break down barriers to care that are related to unequal access to mental health
treatment for children and adolescents; and in working with these families, family
therapists must become aware of the impacts of these social constructs (McGoldrick,
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2002). A quantities approach in working with minority families with a child with an
ASD can produce new insights and more in-depth understanding of the complexities of
the topic (Koro-Ljungberg, Bussing, Williamson, Wilder, & Mills, 2008) and can
effectively address and reduce barriers that prohibit effective treatment.
Based on data from the National Survey of Children of Health 2003-2004, Liptak
et al. (2008) concluded that programs that target “underserved groups of children, their
families and their health care providers should be tested and implemented” to “eliminate
disparities in access to care and early intervention.” For children with autism, early
diagnosis can optimize developmental outcomes, family coping, and family and
community planning. Therefore, developing a program that addresses the needs of this
group is an imperative and a time sensitive issue that warrants immediate attention.
This thesis has the added potential of addressing the paucity of research in the
field of marriage and family therapy by exploring the impact of an ASD on the family
system. It is intended that as family therapists glean insights about minority families’
ability to improve their relational quality of life, there will be an influx of marriage and
family therapists motivated not only to work with this population, but also to produce
research that supports the efficacy of their work. As family therapists employ a systemic
way of conceptualizing problems, they can effectively impact as a whole those minority
families that have a child with an ASD.
As the number of families affected by ASD grows—particularly minority
families—the findings from this study potentially could be useful for family therapists
encountering this group and seeking to better service their needs. With improved
understanding of minority families as they interface with ASD throughout the course of
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their lives, family therapists may be better able to offer them additional benefits.

Limitations
The current proposal focuses on minority families, both ethnic minorities and/or
persons with poverty status—each of which are factors that have been linked with
reduced access to care. As the prevalence of children being diagnosed with ASD
increases, the need for effective treatment options intensifies. ASD impacts the family,
and research in various fields has found that family-based approaches are more successful
in treating children with an ASD and serving their families.
When considering future research, several recommendations can be made. (1)
More studies are needed that focus solely on autism so that we are better able to
distinguish what characteristics are unique to this population. Such work will improve
marriage and family therapists’ efforts to identify superior treatment approaches. (2)
Based on Centers for Disease Control (CDC) findings that ASD occurs in all ethnic
groups at similar rates (2009), studies are needed that address families in all ethnic
groups. (3) The CDC estimates that $35 billion dollars a year is spent on autism
treatment (CDC, 2009). Therefore, the economic impact of autism on the family should
be investigated. (4) Future research must include fathers in the samples since current
research focuses primarily on women. (5) Studies using a systemic approach that
includes multiple family members—for example, the parents, the child, and relevant
extended family—are also needed. Family therapists assume a unique role in that they
can empower not only families with a child who has an ASD, but they can also contribute
to the broader field of knowledge regarding family-based approaches.
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Limitations with regard to the methodological design must also be considered.
The most obvious methodological limitation is that qualitative methods rather than
quantitative methods are used. Quantitative research includes the benefit of creating
findings about treatment preferences or choices pertaining to families that have a child
with an ASD, which can then be generalized to the larger ASD family population. This
methodological approach produces precise numerical data that can be interpreted using
statistical manipulation that is less time consuming than transcribing information from a
qualitative interview. Moreover, quantitative research produces results that are not
biased by the opinions of the researcher.
However, despite the strengths inherent in quantitative inquiry, one notable
shortcoming of this method is that it may limit the ability to glean detailed information
from the minority parents. A qualitative methodology utilizes both focus groups and
interviews with minority parents in order to document their experience in rearing a child
with an ASD. Such information can be used to modify treatment approaches as needed;
as well as serve as a model for other health professionals, including therapists. Moreover
this inquiry can be used to assess the impact of race, gender, and economic status on the
family.

Conclusion
The number of families impacted by ASD has increased significantly since the
disorder was first described in 1943. The number of minority families impacted by the
disorder has also risen; yet reports suggest that this group is not accessing or utilizing
treatments and services that could benefit the family. Minority and other underserved
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parents continue to function and support their families despite the ASD; however,
because their needs have not been well examined, service options that address their
particular needs and could be beneficial go unutilized. Although this initial inquiry may
leave questions regarding the minority family experience with ASD, it can provide
additional understanding of this group and open the door to greater opportunities for
future research.
The publishable paper that follows expands on the initial inquiry aimed at
understanding the experiences of minority families that have a child with autism and
captures the experience of these parents as they push through the disorder. This paper,
which meets the dissertation requirements for the final defense, includes a brief abstract,
an introduction, and a literature review that focuses on key elements that frame ways in
which both minority and underserved parent participants pushed through the experience
of rearing a child with autism. The results section concentrates on the data that capture
the qualities and factors that contributed to parental and familial resilience in most of the
participants. The discussion section emphasizes how the theory of pushing through is
reflective of the parental experience and how this way of being can be instrumental in
helping marriage and family therapists and other mental health professionals support
families and improve overall familial well-being. Implications for the field of marriage
and family therapy are specifically geared towards identifying effective therapeutic
interventions that can be incorporated when servicing minority families with a child with
autism.
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CHAPTER FIVE
PUBLISHABLE PAPER
NARRATIVES OF MINORITY AND UNDERSERVED PARENTS PUSHING
THROUGH AUTISM SPECTRUM DISORDER
Abstract
Objective: Autism spectrum disorder (ASD) is a neurodevelopmental disorder
with lifelong implications for individuals and their family. The current study investigates
the impact of ASD on the family and elucidates how minority and underserved parents
withstand the impacts of autism. Method: Utilizing a constructivist grounded theory
approach, the author examines the caregiving experiences of 25 minority and underserved
parents of children (3.5 to 15-years old) with ASD. In-depth interviews were conducted
with mothers (n = 19) and fathers (n = 6) from 18 families residing in the state of
California. Eight mothers participated in follow-up interviews to clarify and expand
concepts. Results: Exploration of the interviews revealed considerable difficulty for
parents as they navigated through the course of confirming and adjusting to a diagnosis of
ASD. The majority of the parents remained steadfast in their childcare efforts as they
sought and advocated for services and supports in spite of the barriers. The theme of
“pushing through” and adapting to ASD emerged from the parents’ comprehensive
experiences. Six key factors influenced parents’ ability to endure autism: (1) spiritual or
religious consciousness, (2) settling into the insecurity, (3) conjuring a strong self, (4) a
need to know, (5) advocacy and mentorship, and (6) shared support. Conclusion: The
presence of extraneous hindrances specific to traditionally underrepresented families
exacerbates the experience of rearing a child with ASD. Services aimed at reducing
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barriers and improving families’ ability to adapt to and endure ASD at the onset of
diagnosis and over the course of their lives can be integral to improving outcomes for
traditionally underserved families.
Keywords: autism spectrum disorder, minority, underserved, underrepresented, parent
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Introduction
Previous research has shown that minority and other marginalized groups with
autism spectrum disorder (ASD) are often underdiagnosed (Jarquin, Wiggins, Schieve, &
Van Naarden-Braun, 2011; Liptak et al., 2008; Mandell et al., 2009; Travers, Tincani, &
Krezmien, 2013) and underserved (Magaña, Lopez, Aguinaga, & Morton, 2013; Thomas,
Ellis, McLaurin, Daniels, & Morrissey, 2007; Tregnago & Cheak-Zamora, 2012).
Mandell, Listerud, Levey, and Pinto-Martin (2002) in a pioneering study identified
disparities in diagnosis among children with ASD. The researchers found that including
children on Medicaid, Black children were less likely to receive an appropriate diagnosis
of autism than were Caucasian children and were more often misdiagnosed with conduct
or adjustment disorder. Recent studies yielded similar findings of imbalances in
diagnosis and access to care among minority and economically disadvantaged groups
(Feinberg, Silverstein, Donahue, & Bliss, 2011; Jarquin et al., 2011; Liptak et al., 2008;
Mandell, Ittenbach, Levy, & Pinto-Martin, 2007; Shattuck et al., 2009). Consequently,
minority children with ASD may not benefit from appropriate, timely, evidenced-based
intervention practices.
Prompt detection of ASD allows for early intervention and treatment known to
substantially improve outcomes in cognition, peer interaction, language development, and
family coping (Liptak et al., 2008). While disparities in ASD diagnosis and treatments
are currently recognized in the empirical literature, few studies have addressed the effects
of delays and misdiagnosis (Dyches, Wilder, Sudweeks, Obiakor, & Algozzine, 2004;
McManus et al., 2011). These limitations, evident in minority and economically
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disadvantaged families, are likely to have profound effects on the prognosis of an
individual with ASD and on the family’s well-being.
Research suggests that autism can have adverse effects on the personal,
emotional, relational, and financial health of families (Bishop, Richler, Cain, & Lord,
2007; Dardas & Ahmad, 2014; Essex & Hong, 2005; Karst & Van Hecke, 2012;
Lukemeyer, Meyers, & Smeeding, 2000; Zablotsky, Kalb, Freedman, Vasa, & Stuart,
2014). While not specific to minority families, these studies provide insight into the
familial implications of the disorder. In general, studies have shown that mothers of a
child with autism may experience fatigue, depression, and lower levels of adaptability
and cohesion in their family (Orsmond, Lin, & Seltzer, 2007; Smith et al., 2010). Even
though fathers may have limited participation in the home due to financial
responsibilities, they can experience parental strain (Vacca, 2013), child-related stress
(Flippin & Crais, 2011), and depressive symptoms (Hartley, Seltzer, Head, & Abbeduto,
2012) while rearing a child with ASD. These studies reflect gender differences in terms
of how mothers and fathers are impacted by the disorder. Parents also report that siblings
may experience embarrassment and hurt in response to the child with ASD, and that
relationships between parents may become strained (Myers, Mackintosh, & Goin-Kochel,
2009). As adults, siblings may reduce contact with the child who has ASD (Orsmond &
Seltzer, 2007). The effects of ASD may be experienced throughout the course of the
family’s life cycle due to the chronic nature of the disorder; consequently, ongoing
treatment and support may be required.
Although the normative modern family assumes patterns and cycles with a variety
of configurations over the life span (Carter & McGoldrick, 1999), the family that
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includes a child with ASD may experience an extended caretaking phase. Despite the
lifelong implications of ASD, much of the empirical literature has focused on treatment
and outcomes of the diagnosed individual in childhood (Eaves & Ho, 2008). Few studies
have addressed the ASD-related issues pertinent to adolescence and adulthood (Eaves &
Ho, 2008; Koegel et al., 1992; White, McMorris, Weiss, & Lunsky, 2012). For instance,
based on interviews of 48 Canadian parents of young adults with autism, Eaves (2008)
found that families continue to report unmet needs in regards to adequate social and
occupational resources. The study found that as an individual with ASD ages,
interventions that were appropriate during early development might no longer be
effective. Most importantly, typical developmental milestones may present additional
concerns for the family (Neely, Amatea, Echevarria‐ Doan, & Tannen, 2012). The
chronic impact of ASD on the family highlights the utility of a system perspective. The
current study examines autism systemically across the childrearing stage of life while
focusing specifically on underserved families.
There remains a dearth of information concerning minority groups with ASD, in
particular how these families experience and are affected by the disorder. Traditionally,
research has not given much consideration to minority and economically disadvantaged
families. Instead, research to date has been based primarily on the experiences of White,
non-Hispanic, and middle class families; few studies, such as Mandell et al. (2009), have
targeted minority samples. Marginalized socioeconomic status may impede the extent to
which families can access ASD-related services. Understanding the impact of the
pervasive developmental disorder on minority families is ultimately needed in order to
better determine specific diagnosis protocols and services that may best meet their needs.
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In an attempt to respond to the paucity in the literature, the author explores how
traditionally underrepresented parents navigate and experience autism.
This study provides a rich description of the experiences of minority parents as
they care for their child with ASD. A systems framework, family systems-illness model
(Rolland, 1994), and social constructivism informed the current study and captures the
cocreated relational complexities evident in families with a child with ASD. The author
used a constructivist grounded theory methodology to explore the following research
questions:
1. What are the experiences of minority and underserved parents who have a
child with ASD?
2. How do minority and underserved parents manage ASD over the course of the
childrearing phase of the family life cycle?
3. What are the factors that explain how minority and underserved parents
experience ASD in the family unit?
The parents’ description of living with autism was used to articulate a theory that
captures the underserved families’ experiences. This investigation provides evidence that
a spiritual or religious consciousness, ability to settle into their insecurities, conjuring a
strong sense of self, a need to know, advocacy and mentorship, and shared support
describe the ways in which minority families are able to effectively adapt to ASD. The
minority parents’ description of their experience was used to articulate a theory of
“pushing through” the condition of autism and allowed for increased adaptability and
growth. This paper suggests implications for ASD services providers, health
professionals, and policymakers that inform ASD research, services, and programs. The
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findings highlight the systemic nature of autism that can be addressed by marriage and
family therapists (MFT). Limitations of the current epistemological research approach
and recommendations for future studies are offered.

Literature Review
The review that follows is not intended to serve as a model within which the
experiences of the minority parents will be constrained. Instead the summary provided
here reflects categories that are commonly found in the literature that are used to situate,
assess, and preserve the unique findings of these underrepresented families. As intended
by proponents of grounded theory research, “professional and disciplinary literature” is
used to demonstrate how a theory that emerges from the interviews “extends, transcends
or challenges dominant ideas” (Charmaz, 2006, p. 156). Therefore, empirical evidence is
intertwined into discussion to clarify ideas that emerged during the investigation, make
stimulating comparisons when appropriate, increase sensitivity to the identified group;
and demonstrates how this study is consistent with or expands upon relevant literature
(Charmaz, 2006; Corbin & Strauss, 2008). The current review of literature provides a
brief history of autism and subsequently focuses on the impact of autism spectrum
disorder (ASD) on the family system.
Since first being described by Leo Kanner in 1924 and by Hans Asperger in 1938,
the conceptualization as well as the known effects of autism have evolved. Kanner’s
earliest descriptions of autism were based on 11 children—eight boys and three girls, 2to-8 years old (Kanner, 1943, 1944; Neumärker, 2003). He described disorganized
affect, thoughts, and behavior in the children while also providing key information about
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family dynamics. He also suggested that the condition was common in highly educated
or affluent families and that “refrigerator” and distant mothering contributing to the
condition. Autism is now understood to be a neurological disorder that is prevalent
across all educational and economic groups (Centers for Disease Control and Prevention,
2010). Furthermore, maternal attachment is no longer considered a contributing factor of
autism; however, the family implications are significant. Research has increasingly
acknowledged the recursive systemic influences of the disorder in the family system
(Bishop et al., 2007; Bradford, 2010; Hock, Timm, & Ramisch, 2012; Hodgetts,
McConnell, Zwaigenbaum, & Nicholas, 2014; Johnson, Frenn, Feetham, & Simpson,
2011; Karst & Van Hecke, 2012; Lyons, Leon, Phelps, & Dunleavy, 2010).
Studies about autism in early childhood have shown that families are markedly
impacted by the disorder (Cassidy, McConkey, Truesdale-Kennedy, & Slevin, 2008;
Warren, Vehorn, Dohrmann, Newsom, & Taylor, 2013; Weitlauf, Vehorn, Taylor, &
Warren, 2014). The everyday responsibilities of caring for a child with autism can be
extremely difficult and taxing even into adulthood. Blacher and McIntyre (2006)
considered the family impact of behavioral disorders, including autism (n = 23), in young
adults while attending to cultural differences between 150 Caucasian and 132 Latino
mothers. It was determined that while the well-being and stress of mothers caring for the
young adults did not differ based on race/ethnicity, the Latino mothers reported higher
symptoms of depressions and lower optimism about life. Another investigation on adults
found that the residential placement of the adult child greatly influences the individual
and the family (Krauss, Seltzer, & Jacobson, 2005). Specifically, the article found that
mother seemed to have better positive experiences when the adult child coresided in the
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home, though the remainder of the family often reported greater negative effects. Moms
reported having more negative consequences when the adult child resided outside the
home (Krauss et al., 2005). These articles indicate differential consequences between
mothers’ and fathers’ outcomes.
There is a great wealth of information that highlights the discrepancies in the
impact of autism on the parental subsystem (Barker et al., 2010; Hartley et al., 2010;
Orsmond et al., 2007; Orsmond & Seltzer, 2007). Such research findings tend to report
higher rates of depression in mothers (Orsmond et al., 2007; Smith, Seltzer, TagerFlusberg, Greenberg, & Carter, 2008), lower rates of paternal involvement (Flippin &
Crais, 2011; Konstantareas & Homatidis, 1992), and stress related to financial problems
(Johnson et al., 2011). Parents with children with ASD have been found to experience
more childhood behavioral problems, more parental stress, and lower relationship
satisfaction than parents with children without a developmental disability (Brobst,
Clopton, & Hendrick, 2009). The reported lower level of relationship satisfaction needs
to be further explored in marginalized groups.
Other studies have identified that parents also experience positive outcome and
have positive experiences with their child with ASD (Kayfitz, Gragg, & Orr, 2010; Taunt
& Hastings, 2002). Maul and Singer (2009) used a grounded theory approach to
investigate how 15 parents and two grandparents adapted positively to their child’s (3- 8
years old) developmental disability. While eight of the family participants identified as
White, Chinese American (n =3), Latino (n = 3), American Indian (n = 1), Pacific
Islander (n = 1) and Ukrainian (n = 1) participants were represented in the study.
Findings suggest that parents embraced a “good different” by replacing lost opportunities
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with new opportunities, constructing the family as a team, adjusting their reaction to time,
establishing individualized family accommodations, and insisting on their adjusted
normal way of living accompanied by a resistance to stigma of having a child with a
disability. Parents’ ability to find the “good different” in a circumstance that is known to
cause significant challenges can be essential to the overall well-being of the family.
These findings as well as others already cited, while important, speak only to a
segmented aspect of the population. Research specifically pertinent to minority and
underserved families is sparse and inconsistent but provides some insight into the impacts
of ASD on minority and sociodisadvantaged families (Bishop et al., 2007; McManus et
al., 2011).
Data obtained from 12,225 families of children with developmental disabilities,
inclusive of minority and poor families, found that disadvantaged families experience
higher caregiving burden. Caregiver burden in this context was defined to include
emotional distress, financial burden, employment constraints, and loss of societal role.
The sample consisted of 36% Black and Hispanic families, with more than 50% of the
families below the federal poverty line and 39.03% with children with autism.
Specifically, the study estimated that while at least 14% of families in general admit
unmet needs, minority and poor families have greater difficulty “entering and negotiating
the health care system” and as a result experience disproportionate affects of autism
caregiver burden. Bishop et al. (2007) sampled 110 mothers, 30 of whom were African
American, and found that African American mothers reported lower levels of negative
impacts of ASD than their Caucasian counterparts. While less access to resources could
result in increased negative impacts, resilience can serve to mediate the effects of ASD.

99

As minority and underserved families often experience difficulties in accessing ASDrelated services, the need to address these external barriers is of importance. The current
study attempts to provide greater insight into the experience of minority and underserved
families and provide a space for parents to share their deep experience of raising a child
with autism. With this in mind, this investigation was structured within a framework of
family system theory, family system illness-model, and social constructivism.

Theoretical Framework
Family systems theory focuses on the relationship among the complex parts of the
system and considers how these parts work together (Laszlo, 1996). The family system
variables capture the components of family function that are essential for understanding
the psychosocial implications of autism. Each member though unique lends itself to the
greater whole; the interdependence of the family is dependent on and influenced by its
members (Bertalanffy, 1976). Based on this perspective, the transactional nature of the
family is considered, in which the interrelated parts—known as its members—organize
themselves in a manner that allows them to interface with life circumstances on a daily
basis and make adjustments when needed. The family systems-illness model, which is
based on the family system theory, considers four basic domains to understand illness in
the family: (1) family structural/ organizational patterns, (2) communication process, (3)
multigenerational patterns and family life cycle, and (4) family belief systems (Rolland,
1994). The family systems-illness model is rooted in the philosophy that families
develop shared beliefs that essentially shape how the family interprets ASD. Moreover,
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families’ shared construction of reality influences how members interpret and live with
ASD and also serves to guide their help-seeking behaviors.
Social constructivism highlights the experience of autism as coconstructed
phenomenon that is distinctively useful for understanding the perspective of
underrepresented groups who are not readily addressed in the literature. Through a social
constructivism lens, the voices of the minority families with a child with ASD were
invited into the research conversation and used to generate an understanding of their
experiences based on their “firsthand account” (Gergen, 2009). Narratives are a
reflective process that facilitates a family’s ability to cope with negative life outcomes.
According to this perspective, parents revise the accounts of their experience in the face
of unexpected or adverse events in order to maintain a sense of coherence, continuity, and
meaning (Gergen & Gergen, 1983). The author considered the familial need for
consistency and attempted to provide a space for minority and underserved parents to
share their unique journey towards stability as they raised their child with autism.
Approaching this study from family systems theory, family systems-illness model, and
social constructionist perspective allows for a broader contextual understanding of autism
that is essential to conceptualizing the coconstructed relational impacts of the disorder on
the family unit. The task of understanding how parents experience ASD was achieved by
making use of a form of inquiry that permitted parents to share their stories. For these
reasons, constructivist grounded theory method was utilized to analyze and understand
the conduct and social practices of the parent participants.
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Method
Design
Because constructivist grounded theory places emphasis on the parents’ thoughts
and relational process, this approach was used to explore the impact of ASD on parents.
This interpretive paradigm reflects a postmodern perspective that is based on realistic
ontology and highlights the importance of a subjective epistemology (Charmaz, 2000).
Therefore, what is reported in this study reflects the implicit meaning of the parent
participants and the interaction between the researcher and participants, along with the
conception of the researcher’s grounded theory—all of which, in essence, is a
construction of reality. The researcher’s objective was to gather rich information and
create theory rooted in the meaning shared by the minority parents. What is
coconstructed during the parents’ interviews and the analysis is influenced by her life
experience. The researcher is a wife; a mother of neurotypical children; and a
professional with several years of experience in the field of autism, who has a strong
desire to reduce disparities and promote equal access to care for all families.

Participants
A self-selection sampling method was used to recruit parents of children with
autism spectrum disorder living in Southern California. Flyers to recruit parents were
posted in agencies and psychotherapy offices dedicated to servicing minority and
economically disadvantaged families with a child with ASD. Snowball sampling was
also used to recruit additional parents. Potential parents were contacted by telephone to
explain the purpose of the study and determine participant eligibility. The inclusion
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criteria were limited to parents of children between 2-to-18 years old with an ASD.
While a formal diagnosis by a medical or mental health professional was preferred,
provisional diagnoses were permitted to capture late or misdiagnoses. Parents were not
precluded based on their marital status. Parents who self-identified as an ethnic minority,
i.e., African American or Black or Hispanic/ Latino, were permitted to participate in the
study regardless of socioeconomic status. Economically disadvantaged parents were also
eligible to participate in the study irrespective of their race or ethnicity. Income levels
were evaluated based on the parents’ county of residence as determined by the California
State Income Limits for 2013 (Development, 2013). Caucasian parents who fell within
the criterion of moderate-to-low income based on the county of residence were permitted
to participate in the study. Qualified parents representing diverse ethnic and moderate-tolow economic backgrounds who met the study criteria were sent consent forms via email
or mail and invited to participate in a focus group, pending their availability and
proximity to the designated focus group location. Parents who were unable to participate
in the focus group were given the option of participating in a couple or individual
interview.
Parents (n = 25) represented ethnically/racially diverse families: African
American (12), Hispanic (8) Caucasian (3), Hispanic/Caucasian (1), and Haitian (1).
Twenty-three parents identified a spiritual or religious affiliation; two parents did not
indicate a spiritual or religious preference. A variety of educational levels were reported:
17 parents had at least some college or higher, one had additional training beyond high
school, and seven had a high school diploma. Twenty-one of the participants were
married, three were single, and one was separated. The average length of time in the
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relationship among the married participants was 16.85 years (SD = 6.29). Most of the
participants were mothers; six were fathers. Five of the six fathers were married to a
mother who participated in the study while one father who was single coparented with a
mother participant. The mean age of the mothers was 41.42, (SD = 5.18) ranging from 29
to 49 years old; the average age for fathers was 47 (SD = 5.80), ranging from 39-to-54
years old. Six of the mothers were homemakers, and the remaining 19 parents reported a
variety of occupations, such as teachers, law enforcement and professional administrator.
The household yearly incomes ranged from $19,000 to $250,000. The widest disparities
of income were represented among the African American participants with low incomes
from $19,000 to higher incomes of $250,000. Hispanic and Caucasian parents
represented household incomes from $65,000 to $100,000. The parents represented three
counties in Southern California.
California offers 21 independently operated regional centers located throughout
the state. The California Department of Developmental Services funds the centers. The
regional center coordinates diagnosis and services specifically for autism regardless of
financial income. Children with other spectrum disorders, such as Asperger’s or
pervasive developmental disorder not otherwise specified, are not eligible for services
unless the child has a coexisting condition that qualifies under regional center, i.e.
cerebral palsy. Though none of the clients were recruited though regional center, only
one parent reported that their child was not a client of a regional center, the remaining
children were regional center clients.
Parents’ report was used to substantiate the child’s ASD diagnosis. The majority
of the parents indicated their children were diagnosed with autism spectrum disorder by a
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health professional. Only one parent indicated that her child had a provisional ASD
diagnosis. Twenty-three participants were the biological parents of the children with
ASD; a married couple had adopted their son with ASD. Seventeen parents reported
having two or more children. Nineteen parents had only one child with ASD while six
parents had two children withASD children. The average age of the child diagnosed with
autism related disorders was 10.52 years, ranging from 3.5-to-15 years old. All children
received some form of autism-related service or treatment at the time of the study. Most
of the services were acquired through the local regional center and or medical insurance.
Evidence of services is not related to the age at which services were initially acquired or
access to the desired services at the point of the investigation. Twenty parents reported
that their children participated in evidenced-based treatment, i.e., applied behavioral
analysis, speech therapy, occupational therapy; whereas 11 received complimentary
alternative medicines (CAM) or other services, i.e., neurofeedback, music therapy,
psychotherapy, and augmentative communication services. (See Appendix E for specific
demographic information for parent sample; pseudonyms are used to maintain their
anonymity.)

Procedures
The primary researcher and an additional research team member, both licensed
marriage and family therapists, conducted the initial interview. The primary researcher
conducted subsequent interviews. Interviews were held in counseling offices and at the
homes or workplaces of parents to increase accessibility to the participants. Twelve
parents participated in one of three focus groups; two groups were composed of three
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parents each and one group included six parents. Focus groups were used to foster a nonthreatening environment, which is important when attempting to gain an in-depth
understanding of issues that may be emotionally charged (Krueger & Casey, 2009).
April, like other parents who participated in the focus group, highlighted the sensitivity of
the subject matter as she articulated “my emotions” are “getting the best of me.” Focus
group participants shared ideas, beliefs, and attitudes with other parents from similar
ethnic and socioeconomic backgrounds in a forum that validated their experiences. Other
interview formats were used to increase options for parent to participate and to increase
the strength of the study methods despite benefits evidenced in the focus groups. The
remaining participants engaged in couple’s interviews with their spouse and individual
interviews, six and seven parents respectively.
The purpose of the study, described in the consent form, was reviewed with
participants at the beginning of each interview. Parents were informed that all identifying
information would be removed from the transcripts to maintain the confidentiality.
Parents were asked to complete a brief demographic and family structure questionnaire.
The guideline interview questions targeted family beliefs and experience, in addition to
the parental relationship, in order to capture information that has not been readily
addressed in the literature. Particular attention was given to exploring barriers to
resources, perceived positive impacts of ASD, family responsibilities, and the parent
relationship. Sample questions included:


Can you share any problem that you may have in trying to identify or
participate in the supports/treatments needed to improve your child’s
quality of life?
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How has your relationship as parents evolved or changed since you began
to care for your child (with autism)?

Probes were integrated throughout the interview to clarify and to expand parents’
responses. The interview format is aligned with the study objective that sought to
provide a unique and in-depth experience of minority parents with child with ASD.
The audio-recorded interviews were on average 1.5 hours in length per
participant. The audio recordings were stored on a password-protected file and destroyed
upon completing the transcription of the interviews. A nonidentifying, temporary key
was created that linked the participants who expressed an interest in participating in
follow-up interviews to their contact information. This key was destroyed once the
follow-up interviews were completed. Six parents who were willing to participate in
follow-up interviews were contacted to explore undeveloped categories and to gain a
deeper understanding of the themes that were not adequately developed. For example,
three parents who relocated from another state were contacted to explore the relocation
experience and to determine if this group represented unique factors. This process was
used to encourage each participant to share a more in-depth interpretation of his or her
experience and to improve the strength of the study methodology through triangulation
(Charmaz, 2006). A loose structured format was used to develop follow-up interview
questions in order to facilitate the development of a comprehensive conversation. All
parents contacted for the follow-up interviews were acknowledged for their time and their
willingness to share deep aspects of their daily lives. The procedures summarized above
were reviewed and approved by the University’s Institutional Review Board.
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Data Analysis
The interviews, brief parent questionnaires, and memos were organized,
categorized, and examined in a manner consistent with constructivist grounded theory
(Charmaz, 2000) in NVivo 9, a qualitative analysis software published in 2010 by QSR
International. Line-by-line coding, focused and axial, was used to analyze the parent
interviews. Themes or concepts of the data were identified during the coding phases,
organized into categories, and summarized in an analytical manner. Written data elicited
from the brief parent questionnaire were also coded descriptively and used in conjunction
with interview data to strengthen the study. Memos and links were recorded throughout
the analysis process and were also used to summarize the information obtained during the
follow-up interviews. The memos highlighted the researcher’s understanding and
perceptions of the parents’ experiences and eventually were compiled into an integrated
analysis to formulate theory. This step is critical and allows the researcher to analyze the
data, identify gaps, and support the development of the theoretical model (Charmaz,
2006). For instance, relocation experiences were used to develop a theory of seeking
opportunity beyond the current resources that was later categorized as adaptability.
The initial phase of analysis began with line-by-line coding, which moved the
researcher beyond her previous autism experience to explore the theoretical possibilities
inherent in the raw data by naming the lines. This open-coding procedure resulted in
categories that delineated the properties and dimensions of a category (Corbin & Strauss,
2008). For instance, initial coding of Melissa’s statement of her interaction with her
daughter’s school yielded: not needing accommodations, no diagnosis from school,
parental involvement, using personal resources, readiness to address concerns, formal
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communication through writing and advocacy. Line-by-line coding was important in
determining “fit” and “relevance” in grounded theory analysis (Charmaz, 2006). From
the reading of the interviews, common and uncommon themes and patterns that emerged
were used to describe the experiences specific to the sample parents who were rearing
their child with ASD. The data were compared with the interview source and refined to
produce the focused code.
Focus coding was used to obtain a direct conceptualization of the data (Charmaz,
2006). The provisional initial codes were modified and altered to better capture the
meanings and actions the parents ascribe to their daily-lived experiences. The primary
researcher and the second research team member randomly selected transcript M8 and
reviewed and categorized it into concepts that reflected what was shared in the data. For
example, a parent not knowing about the child’s future was used to label “I don’t know, I
don’t think that the way I see her now (that) she’ll be able to live alone or independently
but who knows.” The codes were then compared and discussed to improve the extent to
which the analysis was systemic and recursive. Data were grouped and labeled based on
similar concepts; new labels were created when data that did not fit into previously
established categories. Axial coding procedures were used to analyze the remaining 24
interviews, all of which were completed by the primary researcher using an established
master list.
Axial coding relates the categories to subcategories and serves to delineate the
properties and dimensions of a category (Charmaz, 2006). Axial coding allowed the data
that were initially separated in the initial coding phase to return back to the coherent
whole that reflects the thoughts of the parents. “Awareness of barriers,” “personal
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advocacy,” and “embracing new/positive views” are a few emerging concepts identified
during the final phase of analysis. In particular, Charmaz (2006) uses axial coding to
demonstrate the links between the categories and the subcategories in a way that does not
adhere to a structured set of procedures to expand the analytical power of the ideas that
are formulated. For instance, advocacy was often linked to barriers as parents fought
actively to move beyond the challenges to gain access for their child.

Study Credibility
In accordance with constructivist grounded theory, credibility, originality,
resonance, and usefulness were used to evaluate the current inquiry (Charmaz, 2006).
The study addresses credibility in its efforts to reflect a close understanding of
underserved parents living with ASD. The criterion of originality reflects the extent to
which the formulated categories are fresh and provide new insight. This research targets
underserved parents with a child with ASD and presents a new theory of understanding
that moves beyond the barriers and reveals adaptability and resilience. The information
presented has theoretical and social significance with great implications for underserved
parents. Resonance was used to determine the extent to which the categories reflect the
richness of the parents’ daily lives. The study resonance was also improved as
ambiguous or commonplace ideas were exposed (Charmaz, 2006). For instance, parents’
autism experience was not created in isolation but was dually influenced and affected by
extended family, professionals, and the larger systems beliefs. Usefulness, as a final
criterion in constructivist grounded theory, addresses whether or not the analysis provides
explanations that are useful (Charmaz, 2006). The procedures dictated above are not
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generic and instead allow the data to reflect information that is specific to minority
families raising a child on the spectrum.

Results
The results of the study illuminate a multifaceted experience for minority families
raising a child with autism. The parents’ daily-lived experience is organized into two
phases, marking the time before and the extended period after the ASD diagnosis as
described in Rolland’s medical illness model (1994). The initial phase, characterized as
the crisis phase, is the period during which ASD appeared and was ultimately confirmed
in the family. Two distinct experiences were described during the initial period. The
majority of parents were aware that something was amiss with their child and described a
sense of knowing or intuition. Most of the parents were able to identify an early
awareness of symptoms during the first few years in the life of their child with ASD.
Parents indicated concerns related to their child’s communication, behavior, social skills,
rigidity, developmental delays, or regression. Few parents required professional
identification to introduce ASD into the family’s awareness. After a formal diagnosis
was received, the chronic phase began. It was during this time that parents were faced
with living with ASD on a daily basis. During this extended experience, all parents
ultimately acknowledged the diagnosis and most were adjusting to ASD.
Collectively, all parents shared stories about the negative emotional,
psychological, physiological, relational, and financial impacts of the disorder as a result
of the ongoing demands in the chronic phase. These findings are consistent with current
challenges highlighted in the literature describing the negative impacts of autism on the
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family (Cassidy et al., 2008; Hayes & Watson, 2013; Karst & Van Hecke, 2012;
Lukemeyer et al., 2000; Porterfield, 2002; Rogers & Hogan, 2003; Zablotsky et al.,
2014). The majority parents shared their experiences regarding challenges and
dissatisfaction with professional care, which are also noted in the literature (Hodgetts,
Nicholas, Zwaigenbaum, & McConnell, 2013; Zablotsky et al., 2014). However, the care
challenges faced by some of the parents were related to lack of access to adequate
resources. Deep analysis of the data revealed that most parents were not just surviving
autism but to varying extents were thriving in the midst of the challenge. Parents
reported that they rallied their strength and experienced growth as they addressed realties
of autism. Parents’ adaptability and in some cases personal growth were influenced by
key factors. All parents possessed one or more characteristics that moderate the negative
effects of autism on the families’ functioning.

Pushing Through
The minority parents shared inspiring stories of adapting to rearing a child with
autism as they rallied their strength; some were bettered by the experience. Their
experience was not one of merely “existing” in the midst of the chronic phase or simply
surviving the responsibilities of ASD; for most parents this time was marked by
advancement and progressive change. To varying extents, parents reported instances of
personal and parental unit change that enabled them to cope effectively with the demands
of the chronic disorder. Parents’ adaptability and resilience were influenced by six
factors: (1) spiritual or religious consciousness, (2) settling into the insecurity, (3)
conjuring a strong self, (4) a need to know, (5) advocacy and mentorship, and (6) shared
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support. Finally, the analysis highlights parents’ hopes and desires for their children’s
future, in addition to their expressed needs from professionals and treatment. The
parents’ hopes and desires possibly reflect an outlook needed to endure the chronic phase
of autism.

Spiritual or Religious Consciousness
Twenty-two of the parent participants identified having some religious or spiritual
affiliation. While all were not active in their faith, those that employed encouraging
religious views indicated that their beliefs not only impacted how they conceptualized the
disorder but also served as a defense against the challenges associated with the care of a
child with ASD. For some parents, religion was a source of distress—particularly when
parents were unable to attend church due to lack of ASD-appropriate care. Other parents
emphasized the benefits of having religious or spiritual beliefs. One couple interview
with Sarah and Daniel sheds light on the positive effects of having a religious foundation.
Sarah initiated the conversation about the couple’s beliefs and stated, “It is strange to
have something good come out of something bad.” Daniel continued and explained:
It is. That’s a God thing. I grew up in church and learned a lot of things that I
think are very good, but living those things is a totally different thing than just
knowing them. This has allowed us to take a lot of those things that we feel like
are from God about how to live and treat people and take it a lot more seriously
than we did before trouble sinks you or swims you.
For this couple, their beliefs help them to function in the midst of the “storm” and find
good in what was troubling. Their faith, like other parents, served to insulate parents
from the burdens they experienced as they cared for their child.
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Likewise, Denyse explained how beliefs impacted her perception of her child and
her role as a parent in nurturing him. She was forthcoming and stated:
God has given us each of our beautiful kids and they are blessings. . . . We have
been given this gift, and we have been building our own understanding and
awareness and doing everything that we can to help grow our children that belong
to God. They are gifts.
As children were described as gifts and parents had faith that their Creator would support
them in their time of need, parents pushed forward in the daily experience with hope and
resolve. Even parents who did not identify a specific religious affiliation noted the
importance of the spiritual beliefs in their perception of their reality.
One father in particular discussed a unique perspective of autism rooted in his
spiritual understanding. Keith, during an individual interview, shared regarding his
spiritual history and how it has shaped his perception of autism. He specified:
“I think when I was about 45, I began to explore my ways of consciousness and
I’m not a religious dude, I’m very spiritual. I don’t know what his purpose is in
the planet, but I know that God gave me the perfect child and God gave him the
perfect father. I’ve gotten to be such a more expanding human being from him
being in my life, [more] than if I had a normal kid because I’ve had to evolve
myself. . . . My belief is that they’re just the next level of intelligence. God put
them here to be the next level of awareness for human beings, and it’s just that
human beings are stuck in our current way of being. We consider it odd or out of
the norm; they’re labeled with something else. But before there was a word of
autism there was no autism.
Other studies found similar effects of spiritual or religious beliefs on parental
adaptability and resilience. One study of predominantly Caucasian mothers found that
religiosity and spirituality were “associated with better outcomes for mothers and lower
levels of negative outcomes (Ekas, Whitman, & Shivers, 2009). The current results along
with others from previous research highlight that religion and spirituality may serve as a
protective factor for parents. Parents’ ability to adapt to ASD was not only related to
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religious and spiritual beliefs; the ability to deal with uncertainty also seemed to be
related to resilience.

Settling Into the Insecurities
Parents’ ability to adapt to the demands of autism and remain resilient was
demonstrated in their ability to accept differing realities. Though parents understood that
autism is a lifelong condition, some parents were simultaneously able to accept their
child’s current functioning while working to improve aspects of his or her life. Similar to
results noted in the current research, a previous study exploring ambiguity related to
autism among mothers identified the importance of settling into what is unknown.
O'Brien (2007) suggested that while difficult to attain, a coming to terms with inherent
discrepancies between parents’ initial expectations for their child and family and the
altered outlook is required for parents to be able to function after an ASD diagnosis. In
the current study, Keisha and Ryan in a couple interview shared how they grappled with
the uncertainty about their child’s condition. Keisha was clear as she noted her
awareness of the doctors’ indication that autism is “something that you can’t grow out
of.” Yet she noted in considering her son’s future possibilities that “we are just very
optimistic.” As a couple they were able to hold on to the prospect that their son’s future
would be “brighter than . . . his present situation.” The hope for their son’s life was not
eradicated by autism. Other parents were able to maintain opposing views of uncertainty
about the future while being hopeful, and they acknowledged the discomfort that came
along with the ambiguity.
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In a small group, Anita communicated the ambiguity also experienced by other
parents while also sharing feelings of fear that accompanied the uncertainty about her
son’s future. She admitted:
I think me personally, I can hope for independence, but I honestly don’t know.
And it’s scary. Because I truly—even if I think long term, or you know, I can set
goals and I can hope and do everything that I possibly can now to make him
independent, and a productive adult; but when reality sets in and I think about it, I
don’t know if that will happen.
Accepting the uncertainty and learning to live with opposing ideas were
distinctive characteristics that were shared among some parents. This characteristic was
closely linked to parental self-efficacy. In the same group interview, Dolores
acknowledged that embracing opposing realities was frightening but served to strengthen
her resolve and efficacy. She concurred, “like Anita, the unknown for me is really scary;
but I know that I can’t doubt him and that I have to push him.” She continued:
I know that everything that I do for him, I’m doing my best. So I kind of think of
it as like, OK, we’ve been dealt these lemons. Let’s try and make lemonade for
him. I’m not giving up. Although sometimes I want to, I’m not giving up.
This resolve to fight on for what was possible for their child was related to parents’
beliefs that they had the ability to pursue supports that could improve their children’s
condition.

Conjuring a Strong Self
More than half of the parents demonstrated parental self-efficacy with reference
to their perception of their ability to manage issues related to ASD. Although the level of
efficacy varied among the parents, they all confirmed their perception of the
responsibility of raising a child with autism as something they could do, had developed a
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passion for, and were committed to doing; as well as their ability to recover from
disappointments. For instance, Estella confessed, “It’s going to be a challenge, but we’re
going to fight to give him the best that we can.” She said:
I see it as like fighting and working with him extra harder than a parent with a
“neurotypical” child. It’s going to be more challenging for us, but we could get
him there. I think we can. I’m optimistic that he’ll have a good future, but I have
to ensure that I—well, me and my husband—that we give him that future.
In another group interview, Natalie shared similar sentiments about the
importance of her parental efficacy. Natalie explained, “The outcome is so much more
positive if we are strong advocates for our kids.” This sense of parental efficacy,
however, was not a moving force without any opposition. Barriers to resources impacted
several parents.
Parents explained that even with disappointment, they were able to maintain their
parental efficacy. Several parents shared disappointments they had experienced related to
acquiring needed or desired ASD-related services. However, the majority of the parents
shared instances of disappointment associated with denial of services as they interfaced
with professionals who did not acknowledge their concerns. A number of parents
demonstrated ongoing personal efficacy as they continued to pursue their goals, prepared
individual education plans for their child, or collaborated with attorneys to ensure that
their child’s needs were met.
Estella mentioned that she was confident in her ability and consequently attended
conferences that exposed her to additional supports. Armed with this information, she
consulted a special needs attorney who specialized in children’s rights and advised her
regarding an appropriate course of action to navigate the autism care system. Estella
accepted this advice; and despite previous denials, she pursued needed services with
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vigor. Similar to Estella, other parents described how a pursuit of knowledge influenced
their parental efficacy. Knowledge was associated with parents’ ability to adapt and be
resilient when dealing with autism.

A Need to Know
Parents’ resilience was also influenced by their pursuit of knowledge. For a few
parents, knowledge was acquired to the extent that was needed to understand basic
aspects of ASD and relevant resources. For the vast majority of mothers, the pursuit of
knowledge became a quest to capture all that is ASD and to discover any treatment or
service that could aid their child. A few mothers, like Tameka, had careers that served to
enhance their knowledge. Tameka participated in the large focus group where she spoke
about the benefits of being a teacher and its impact on her beliefs about her child’s future;
as well as about the knowledge that kept her informed about her son’s outcome. Tameka
stated:
He’ll be fine, will live and have a successful life just like anyone else. I have the
benefit from having a bunch of children over my professional (teacher) years;
everyone has something. Like we’ve been saying, in a classroom, you can
probably have 20-30 IEPs. Just [be] savvy enough to get informed.
Other mothers used knowledge to achieve an appropriate diagnosis. Lauren
indicated that her knowledge was used to get a diagnosis for her daughter. She resigned
from a stable position so that she could dedicate herself to the care of her two children,
both of whom were eventually diagnosed with ASD. Lauren said: “I was able to really
attend conferences, meetings, parent groups, to be able to educate myself. And I really
saw that there were too many indicators and that’s why I really pushed so hard.”
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Knowledge was not used simply to understand autism; it also provided parents with
insights about what could be done to improve their child’s condition.
Parents used the information they obtained to inform decisions regarding the
types of services they pursued and how they went about receiving them. Natalie spoke
about the knowledge she gained from readings published by a leading authority in the
field of children with developmental disabilities. She shared this information with the
large group of mothers: “Dr. Greenspan talks about social drives and cognitive
development. So, especially when they are younger, we need to make sure they have
those opportunities.” With this knowledge Natalie, pushed for her son to receive services
that targeted social skills development. Although mothers primarily reported efforts to
acquire knowledge and information, fathers likewise benefited from this resource. The
fathers were well aware of their wives’ efforts. Ryan affectionately affirmed his wife’s
quest for knowledge. Ryan said: “My wife, she just started doing research. And once
she starts on some research, until she finds what she is trying to find, she is not gonna
(sic) stop.” It was through his wife’s efforts that the couple was able to seek specific
supports for their adolescent son. Even though the family was unable to get appropriate
respite care for their son due to his behaviors, they continued to interview care providers
to meet the needs of their family because of their knowledge. They, like other parents,
were active in advocating for needed resources. Parents’ quest for knowledge was often
used to advocate for the needs of their child and in numerous instances was used to
inform other parents through mentorship.
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Advocacy and Mentorship
The need to be strong and push through was also associated with advocacy and
was at times paid forward through mentorship. Most of the parents were involved in
advocacy efforts for their child and described different ways of “fighting” for their
children. Only one parent, a father, was not actively involved in seeking services; nor did
he have a desire to seek services in the future. He had recently begun to accept his
children’s diagnosis and was aware of related services, but he was not interested in
accessing ASD-related services.
Advocacy occurred at various stages of the family life cycle. Parents spoke of
advocacy as soon as they began to know their child presented with ASD indicators and
continued for parents of adolescent age children. Desiree provided some insight into how
advocacy was necessary, even in later years. She said: “Even though my son is 15 and
he’s fabulous, he is just a typical teenager.” She continued: “It’s a growing process, and
it’s very hard. You just have to continue doing what you are doing and advocating for
your kids.” The mothers even commenced mentoring one another and imparting
knowledge they had acquired during the interview. In the large focus group, Desiree
assured the mothers of younger children that there is a “light at the end of the tunnel.
They [the children] can outgrow some of these things—or, maybe, more like the focus
shifts to some other area of their disorder. They just develop and grow.” Other mothers
shared an earnest desire to advocate and help others as well.
Denyse spoke of the process of obtaining knowledge and paying it forward.
Specifically, she shared her rationale for advocating for her son and becoming a mentor:
A lot of things are put in place that are barriers to our kids succeeding. We need
to learn these different systems, and we need to know what we need to do in order
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to advocate for our children. In addition to getting my own satisfaction from
connecting with other wonderful moms, it’s being able to empower people—
which is really important to me as well.
Parents not only benefited from advocating for their child as a means to acquiring needed
services, but some reaped personal rewards from supporting other mothers. Denyse
explained that it was because of insight and mentorship that she learned about various
resources that were available. As she had been “blessed” through mentorship, she in turn
wanted to share what she had learned with others parents. She noted, “I was trying to
empower other parents as I encountered them.” Denyse and April used their desire for
advocacy and mentorship to start a support group for mothers so that information could
be shared, but most importantly so that support could be given as parents proceeded
through the challenges of caring for their child with autism.

Shared Support
Having support was another important factor for parents as they sought to
acclimate to and remain resilient in the face of dealing with ASD. Despite the
importance of appropriate relational support, most parents confirmed that their social
interactions were compromised, declined, or became nonexistent once autism became a
part of their world. Some parents attributed this decline to personal insecurities and to
friends and family not being equipped to deal with autism. Some parents who
experienced declines in social support were able to develop new relationships or hone in
on available, though limited, supports. Parents who reported adequate support—attained
in a variety of ways, such as ASD-related groups, family and spouses/co-parents, and
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even professionals—were encouraged as they experienced parental self-care and respite
from caregiving.
April explained how her social dynamic changed as a result of autism. She spoke about
her efforts to cope with her disappointments with her family:
I learned, too, to change my expectations of my in laws. I’ve been to therapy
before; and once I learned that in therapy, I realized it was gold. Once you figure
out how to do that, then that changes. You are not disappointed as much
anymore. If they are not so supportive, then that’s just how they are.
Disappointments notwithstanding, she confided, “I have a few friends of course and
family members too.” Her world, like that of some other mothers, became autism. This
was evident as she stated: “As long as we are doing our thing, I’m fine. It’s our norm, our
family; and [we] submerse ourselves in everything autism.” April eventually created a
support group of other mothers who are also raising children with autism. She explained
that she needed support: “I need[ed] it so bad because I was alone. The loneliness is
awful in the beginning. I need[ed] to meet other parents like me. I needed it bad. Not
parents with typical children.”
Similarly, Denyse created a group to connect with other mothers of children with
autism. She stated, “We just created the opportunity.” As she met other mothers of
children with ASD she encouraged them to meet and engaged them:
Let’s get together, have dinner, and socialize, share resources and provide
support for each other. And then it just grew. Even though we have probably
over 40 people on our list, maybe 8 people come each month. We also share
information, and I want to connect. I want to connect with moms and what a
blessing. That’s another thing. If my child didn’t have a special need, I wouldn’t
have the opportunity to meet such wonderful people; and it is a tremendous
resource. I love connecting with my girls.
The ability to connect and be encouraged by others was essential for parents. Those who
lacked a group of parents who could understand their perspective spoke of how having
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such a group specific to their needs could benefit them. Other parents maintained social
connections with friends and family members.
Desiree, for example, while identifying the value of having peer support shared
that her friends and family served as her support. She explained: “I have friends that are
my support; but I’ve never been to a women’s group for support, and you really need it.”
Jeremy shared that support in celebrating his son’s birthday was important: “Everyone
came to his birthday—his classmates, his cousins, and stuff. It was just like any other
normal family function where everyone puts the kids in the jumper. Let’s talk adults.”
April concurred that family support for her, though limited, has been valuable:
I have my family, who are extremely supportive, have been since day one. In the
beginning, my mom would attend classes with me and seminars and things like
that. Anything I went to, she was there. My dad, too, [has been] very supportive.
He watches the kids.
Family support, when available, was invaluable for a variety of reasons, such as
allowing parents personal time or even time to run errands. Support was also deemed to
be important within the immediate family unit. In cases where parents reported having
support from their spouse or their co-parenting partner, the benefits were clearly
expressed. While parents noted the strain autism places on parental or couple
relationships, having the support of another parent was valued. For example, Anita stated
that even though her husband works, he is supportive in ways that she can appreciate:
“My husband works full time, too, but so what.” She described how he makes smoothies
for her in the morning. She said: “Those little things just make my day, like they put me
in a good mood for the rest of the day. And you know, it’s almost like those little things
mean so much.” She was careful to note that she reciprocates her husband’s care and
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support: “I make sure that I do the same for him. . . . If he’s in the shower, I’ll lay out his
uniform or his clothes for the day.” She tried to make her husband “feel worth, too.”
Support from the other parent was even helpful in cases where the parents were
no longer together. Desiree and Keith shared how they worked together to meet the
needs of their son and supported each other in their efforts. Desiree shared that “we are
going to make sure we are at every IEP meeting.” She explained to the group the
importance of having the support of her son’s father:
We (Keith and Desiree) have a great relationship, and I call it our annual blowout.
We do have that, but that’s okay. We maintain a relationship to get my son to
where he is, and I think that it is hard to do it by yourself. So to have someone
else, [to] lean on them, and [to] get that support [is important] because the child
needs both; and you do, too.
The support of professionals who were at times considered to be family, grass
roots support groups, friends, and family—in addition to parental support—are important
resources related to parents’ ability to adapt to the demands of having a child with autism.
The section that follows goes beyond existing research and focuses on underserved
parents who are rearing a child with ASD. Aligned with this study’s aim, this section
sheds light on the hopes and dreams of these parents whose unique experiences have not
been addressed in the literature.

Hopes and Desires
The hopes and desires of the participating parents reflect specific needs that they
expected to have met by professionals and by treatments that were constructed to
improve the family and individual function. Yet, oftentimes parents reported that their
needs went unheard and were not integrated into treatment considerations. Some of the
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expectations indicated are related to expose specific areas of need for underserved
families. Keisha identified a need for providers to be consistent and incorporate parents’
concerns in treatment. Keith echoed Keisha’s need for consistency as he shared he would
like “services that are consistent.” Like other parents, Keisha wanted to be heard. She
shared that she wanted professionals associated with the care of her child to have a
“listening ear” and an in-depth understanding of ASD—
[be]cause the parents are experiencing something far greater than the time that
they spend with the therapist; and when they’re gone home, we [are] still dealing
with what we deal with. So it’s good to try take notes and listen and try to do
some research and help if you can. And then more knowledge, too…
Other mothers shared their desires to be heard. Malory observed:
Two major things that are important to me are 1) I need to know that the people
working with my children will listen to my concerns. I’m not a squeaky wheel;
but if I have a squeak, then listen. 2) If you are going to call me part of the team,
then trust me to be part of the team. . . . If you are going to include me in as part
of the team, then trust me to do my part. I have more of an interest in my son than
you do in your data.
In addition to parental involvement, the need for parent training to sustain gains
was also noted. In particular, Bethany reflected: “Maybe parent training on how to do
stuff when they are gone. Parent training . . . would probably be the highlight.” Lauren
shared that having their concerns addressed and accessing treatments early could have
been helpful so that “we wouldn’t have experienced some of the hardship that we’ve
experienced.”
In sharing parents’ desires and hopes, it is important to also note that not all
parents experienced professionals and treatments that were not as desired. Jeremy shared
the qualities that made his autism-related experience with professionals positive. He
explained:
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Just the fact that they are kind and friendly—everybody is just positive. I guess
my fear was to learn something that was negative, but no one seems to approach it
that way. Everybody seems to love what they do, and that comes across in their
energy. I have appreciated the fact that these people seem to genuinely care.
Engaging with professionals who are positive and caring could be an important factor in
parents’ ability to adjust to autism.

Discussion
There is significant consistency across the autism literature that substantiates that
parents are adversely impacted by the issues associated with rearing a child with autism
spectrum disorder. Findings to date indicate that parents experience extreme stress and
other negative effects related to childcare (Barker, Greenberg, Mailick Seltzer, &
Almeida, 2011; Brobst et al., 2009; Lyons et al., 2010). Consistent with the literature and
previous research, largely based on Caucasian samples, minority and economically
disadvantaged parents experience negative impacts related to the care of their child with
ASD. The parents in this study reported emotional, psychological, and relationship
distress. In particular, the parents in this study indicated they experienced feelings of
sadness, fear, and anger specifically related to the ASD experience. Parent participants,
primarily mothers, also reported psychological effects, such as exhaustion, related to the
daily care of their child; and some instances, constant “fighting” for appropriate resources
or services that could improve their child’s level of functioning. The relational impacts
were also evident as most of the mothers and a few of the fathers discussed strain in their
relationship as boundaries were altered in the couple dynamic to meet the needs of the
child with ASD.
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The findings in the study suggest that barriers to resources served as a significant
source of distress for the majority of underrepresented parents. Many of the minority and
economically disadvantaged parents in the study shared their struggles, despite their
knowing of resources and information, in acquiring an appropriate diagnosis or access to
services. For some families, these barriers impacted the extent to which their child was
treated in a timely manner; time and resources lost that could have impacted their child’s
outcomes.
The research also yielded similar findings to other studies that indicate that
parents can experience personal, relational and spiritual growth as they care for their
child with ASD. This body of research, though not as vastly investigated as the negative
impacts of autism, substantiates that parents report feelings of enrichment, new life
views, deeper spirituality, increased sense of tolerance and compassion, and even
stronger martial relationship in the midst of autism (Myers et al., 2009; Taunt &
Hastings, 2002). All mothers and fathers in the study shared similar positive experiences
in their daily care of their child. The current study, however, provides additional
information as it provides evidence that parents’ ability to identify positive effects was
related to parents’ ability to be adaptable and resilient. As this study used a grounded
theory approach to understand the experiences of underserved parents who have a child
with ASD over the life cycle, the theory of adaptation and resilience emerged as central
to the experience to the parents. These parents possessed key characteristics that not only
allowed them to survive autism, but also served to better them to some extent. The
parents’ embodied protective factors—including spiritual or religious consciousness,
settling into the insecurity, conjuring a strong self, a need to know, advocacy and
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mentorship, and shared support—that enabled them to be resilient despite the stressors of
autism (see the adaptability and resiliency model for details). These qualities were
evident across the lifespan. However, the extent to which these parents possessed
protective qualities prior to having a child with autism was not explored. Other
limitations are discussed.

Limitations
The current study though focused on minority and economically disadvantaged
parents was based on a small sample of parents, and findings may have been unique to
these participants. That all parents demonstrated at least one protective characteristic
may represent a type of parent who was willing to participate in a study that could be
used to expand knowledge. Therefore, these findings may not be generalizable to other
minority parents. Instead, the findings here can be used to support parents who do not
possess the protective factors and help them to develop qualities needed to move beyond
survival to a point where they and their families thrive in spite of ASD.
Qualitative research has the benefits of producing data that are not biased by the
opinions of the researcher and that are typically based on large samples from which
findings can then be generalized to larger samples. However, despite the strengths
inherent in qualitative inquiry, one notable shortcoming of this method is its limited
ability to glean detailed information from the data sources. The qualitative methods used
in this study allowed the researcher to capture an in-depth account of the experiences of
underrepresented parents rearing a child with ASD, a perspective that might not have
been reflected in a survey or questionnaire and one that has previously been
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underrepresented in the literature. Again, the methodology limits the extent to which the
findings can be generalized to larger groups.

Recommendations for Future Studies
When considering future research, several recommendations can be made:
1.

More studies are needed that focus solely on autism so that we are better able to
distinguish what characteristics are unique to underserved populations. Such
work will improve health professionals’ efforts to identify treatments and support
that truly improve familial well-being.

2. The CDC (2009) indicates that ASD occurs in all ethnic groups at similar rates;
therefore, studies addressing children with ASD and their families in all ethnic
groups are needed.
3. With $35 billion dollars a year currently being spent on autism-related treatment,
the economic impact of this disorder on the family should be considered (CDC,
2009).
4. Focused and cost-effective treatments and services should target the specific
needs of individual families and promote interventions most beneficial to them.
5. Current research focuses primarily on women. Future research must also include
fathers in the samples. The insight they provide offers an important glimpse into
the parental experience of raising a child with autism.
6.

Because autism is a family-based issue, additional research using a systemic
approach that includes multiple family members—for example, parents, the child
with ASD, siblings, and relevant extended family—are also needed.
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Implications and Conclusion
The current study identified that underrepresented families with a child with ASD
experience barriers not readily experienced by the majority groups. Efforts should be
made to break down barriers to care that are related to unequal access to mental health
treatment for children with ASD at various stages of the life cycle. Professionals
working with traditionally underserved families must become aware of the impact of this
social construct that limits access to care (McGoldrick, 2002).
Based on data from the National Survey of Children of Health 2003-2004, Liptak
et al. (2008) concluded that programs that target “underserved groups of children, their
families and their health care providers should be tested and implemented” to “eliminate
disparities in access to care and early intervention.” Moreover, for children with autism,
early diagnosis can optimize developmental outcomes, family coping, and family and
community planning. Therefore, the need to develop services that address the concerns
of this group is imperative and a time sensitive issue that warrants immediate attention.
For instance, identifying and implementing evaluation tools to identify ASD among
minority and sociodisadvantaged groups are needed to reduce disparities in diagnosis.
Additionally, a program that seeks to prioritize the unique needs of underserved families,
with particular emphasis on prioritizing the access to care collaboratively with families, is
needed. Service evaluations should occur over the course of the family’s life cycle to
ensure that appropriate services are available to meet the developmental needs of the
individual and are commensurate with the family’s overall needs. Moreover therapeutic
services should focus on supporting families in order to develop and strengthen families
and to enable them to thrive in the midst of ASD over the course of the family’s life
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cycle. Future research also should attend to expanding social support for families and
developing protocols for professionals to engage families in a manner that works
collaboratively in a considerate manner.
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APPENDIX A
PHONE SCREEN
Raising a Child with an ASD Study
Hello. How are you doing today? My name is Monique Willis, and I am a marriage and
family therapy student in the Department of Counseling and Family Sciences at Loma
Linda University. Thank you for your interest in our study. There is more knowledge to
be gained about the experiences of parents raising a child on the autism spectrum. I am
hoping that you have five minutes to spare so that I may tell you a little more about the
research project on families with a child on the autism spectrum and to determine if your
participation matches the criteria designated for the study. .
 {If no, would you like me to call back at another time?

{If yes} When would you like me to call back?

{If no} Thank you for your time.
 {If yes, continue as follows…}

The purpose of this study is to gain a better understanding from parents about their dayto- day life with a child with ASD. Specifically, we hope to learn more about what
parents think about autism, the process of discovering the diagnosis, the service options
that are available to parents, and how parents live their daily lives. In order to answer
these questions, I will be asking parents to participate in a group interview for
approximately an hour and half with a total of six-to-eight parents.
But before enrolling parents in the study, I want to ask you a couple of questions about
your family to determine your eligibility. There is a possibility that some of these
questions may make you feel uncomfortable; if so, please let me know. You do not have
to answer any of these questions if you do not want to. You also need to understand that
all the information you share on the phone, including your name and any other
identifying information, is confidential and will be kept securely. The purpose of this call
is only to determine if you are eligible for this study. Remember, your participation is
completely voluntary and you do not have to complete these questions.
I am kindly asking for your permission to ask you a few questions?
 {If no} Thank you for your time.
 {If yes continue as follows}

 Are you currently raising a child with an autism spectrum disorder?
 Has your child received a formal diagnosis of an autism spectrum disorder,
including autism, Asperger’s, or pervasive developmental disorder NOS?
 Is your child between the ages of 2 to18 years?
 What ethnic group do you identify with? ____________________________
 What is your yearly household income in 2012? ______________________
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 {If “I don’t know”/ refused}
 Would the amount be $10,000 or more?
 {If “Yes”}
 Would the amount be $15,000 or more?
 {If “Yes”}
 Would the amount be $30,000 or more?
 {If “Yes”}
 Would the amount be $45,000 or more?
 {If “Yes”}
 Would the amount be $50,000 or more?
 {If “Yes”}
 Would the amount be $60,000 or more?
 {If dollar amount provided, continue as follows}
 Would you be able to participate in a 1 ½ hour group interview?
 {If no} Thank you for your time.
 {If yes} Determine preferred time and location to meet.

Now, I want to kindly request your contact information, if you are still interested in
participating in the group interview:
Name_____________________________________________________________
Address___________________________________________________________
City__________________________ State_____ Zip Code_________________
Home Phone Number________________________________________________
Work/Cell Phone Number____________________________________________
Email Address_____________________________________________________
What is the best way to contact you? ___________________________________
Do you have any questions?
Thank you so much for your time and interest. I will contact you again when we have a
group selected for your area. I will send you a consent form with more detailed
information for you to review before our meeting.
I will also call you the day before to remind you of the appointment.
Please feel free to contact me if you have any questions. My name is Monique Willis and
I can be reached at (562) 833-6900. Thank you. [End call]
Date __________________ Passed Telephone Screen ______ Screen Failure ______
Comments:
________________________________________________________________________
________________________________________________________________________
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APPENDIX B
INFORMED CONSENT
Raising a child with an ASD study
Purpose
You are invited to participate in a study entitled “Raising a Child with an autism
spectrum disorder.” This doctoral student research study focuses on the experiences of
parents who are caring for a child with an autism spectrum disorder (ASD). The aim of
the study is obtain information from parents that will help researchers to better
understand the impact of the condition on the family. The project will be conducted
under the direction of the Department chair, Curtis Fox, Ph.D., and graduate student
Monique Willis, M.S., from the Counseling and Family Sciences Program at Loma Linda
University.
Procedures
In this study, you will be asked to complete a brief questionnaire and participate in an
interview about your experience with ASD. Participants will be asked to take part in a
90-minute focus group consisting of six-to-eight parents each. The group will discuss
your ideas about ASD, treatments, and how you manage the daily tasks of family life.
The interviews will be voice recorded. However, no identifying information will be
stored. It is important that your experience is adequately represented in this research
project. Some participants may be asked to engage in a follow-up interview for about 30
minutes to address areas requiring greater clarification that may emerge from the initial
group interview and analytic process. The researcher requests your permission to followup with you for an individual interview if it is determined that additional information or
clarification is needed about the descriptions obtained in the group interview.
Risks to Privacy and Confidentiality
There is the potential for violation of your privacy that can result from participating in a
focus group. To minimize the violation of privacy, participants are asked not to share
any information that you determine to be too personal or revealing. It is also important to
respect others privacy.
You have the obligation to respect the privacy of the other members by not sharing
information or disclosing any information that is shared during our group discussion.
Information that is provided by you will be kept confidential. Only members of the
research team will have access to the audiotapes and transcripts. All identifying
information about you will be removed from the interview transcripts. The tapes will be
destroyed after the transcription is complete. In analysis of the interviews, you will be
identified by a number. A pseudonym will be used in any quotes or case examples in the
publication of the study results.
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An additional risk to your participating in the study is the possibility that some issues
may arise that may make you feel uncomfortable. If this is the case for you, we can refer
you to a psychotherapist for a consultation to address these issues at your own expense.
You may choose to pursue counseling services at the centers listed below or at any other
psychotherapist of your choice:
ASD Consultancy
13112 Hadley Street, Suite
107
Whittier, CA 90601
(562) 789-4273

Dr. Rod Rhodes
4137 E. 7th Street
Long Beach, CA 90804
(562) 618-0451

Behavioral Health Institute
Loma Linda University
1686 Barton Road
Redlands, CA 92373
(909) 558-95

Benefits
While participation in this study may be of no personal benefit to you directly, the
potential benefit to society is significant. What is learned from this study will have the
added benefits of expanding the research literature and can improve treatment programs.
Also, it is possible that the opportunity to share your stories among other parents who are
raising a child with ASD can be helpful.
Cost and Reimbursements
There is no cost to you for participating in this study. As a qualified participant, you will
receive a $20 gift card from a predesignated vendor for your initiated participation in the
study. We hope you take pride in your participation and contribution to knowledge.
Participants Rights
Your participation in this study is completely voluntary. You have the right to withdraw
from the study and or stop the interview at any time during the interview without
consequence or penalty. If you decide to withdraw from the study, it will not affect any
of the services that you receive from programs that you are affiliated with. Specifically,
if you are receiving psychotherapy at the center where the focus group is held, your
treatment will not be impacted by your decision to terminate.
Impartial Third-Party Contact
You may contact an impartial third party not affiliated with this study regarding any
question or complaints you may have about the study. You may contact the Office of
Patient Relations, at Loma Linda University Medical Center, Loma Linda, California
92354; telephone (909) 558-4000 or email patientrelations@llu.edu for additional
information and or assistance.
Informed Consent Statement
I have read the contents of the consent form and have listened to the verbal explanations
given by the researcher. My questions concerning this study have been answered to my
satisfaction. By signing this consent form, I understand that it does not waive my rights
nor does it release the investigators or institution from their responsibilities. I
acknowledged that the researcher has discussed my rights with me. I may call Dr. Curtis
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Fox at (909) 558-4547 ext. 47010 or Monique Willis at (562) 833-6900 if I have any
additional questions or concerns at a later time.
By signing below, I give my informed consent to participate voluntarily in this research
project.

_______________________________________________
Participant Signature

___________________
Date

_______________________________________________
Primary Telephone Number

Investigator Attestation
I have reviewed the contents of the Consent Form with the participant signing above. I
have adequately explained the potential risks and benefits of the study.

____________________________________________
Signature of Investigator
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______________________
Date

APPENDIX C
INTERVIEW GUIDE AND QUESTIONS FOR PARENTS
Raising a child with ASD study
Goal: Each interview should address all of the general questions listed below to expand
and clarify the parent’s meanings and experience about raising a child with ASD.
Probing questions should be used to gain more information about topics raised by the
respondents. When appropriate, ask for specific examples and or ask “who, what, where,
when, and/or why.” The order and the wording of the questions may be altered to
accommodate the natural flow of the group conversation.
Focus group protocol
1. Begin by joining with the parents with a few moments of “small talk” to make
the respondents feel comfortable. Connect with them in a personal way by
asking about their drive or how their day is going.
2. Review the purpose of the study and the informed consent document, stressing
the importance of confidentiality and limits of confidentiality that are inherent
in a group format. Answer any questions that may arise. Stress that
participation in the study is voluntary and that they may withdraw from the
group interview at any time. Obtain the completed informed consent for each
participant.
3. Inform the participants that they are participating in guided conversation.
Note that you are interested in how they, as parents, go about doing their daily
life with their child with an ASD. Stress to the parents that this is NOT an
evaluation but an opportunity to learn from their experience. Again, remind
them that they may decline to answer any questions or withdraw from the
group interview at any time. Ask once again if there are any questions.
4. Ask the parents to complete the Parent Demographic Questionnaire.
Family systems questions
Family beliefs
1. How do you explain or understand ASD?
2. What do you believe or understand to be the outcome of the condition.
3. Do you believe that this condition is permanent?
4. Is this aligning with the position of health professionals?
5. When considering the future, what do you expect over the course of your child’s
life?
6. What are your fears and concerns regarding the outcome for your child? How do
you manage and deal with these fears?
7. The truth is that many people would talk about ASD as having negative impacts.
Are there any positive experiences that you would like to mention?
8. What would be your new version of hope if the idea of full recovery was not the
focus of your attention?
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9. How does your culture, religion, or other beliefs impact how you deal with ASD?
10. What are your family beliefs about illness? Think about the messages told by your
parents or grandparents.
Family experience
1. When did you begin to notice that your child was exhibiting symptoms that were
concerning to you? What are some of the behaviors you noticed?
2. How did you move towards confirming your suspicion, and who was involved in
that process?
3. What has your experience been like raising your child with ASD? Can you share
the effects on the relationships in your family/ extended family and friends?
What are their responses?
4. What are your help-seeking practices? What helps you to decide what treatments
are acceptable or important for you?
5. Can you share any problems that you may have in trying to identify or participate
in the supports/treatments needed to improve your child’s quality of life?
6. What do you believe you need most from professionals to best manage and
address the ASD?
7. What additional services would be useful for your family to relieve your worries
and concerns?
8. What do you consider are the important skills your child needs to learn? What
would you say you do to support your child in developing skills you feel are most
needed?
9. Have there been any experiences of blame in the family for your child’s
condition? How have you addressed these feelings?
Parental relationship
1. Is there agreement among you parents about the child’s condition and prognosis?
How did you address these differences, if any at all?
2. Is there anything in particular you would like to mention about how you as
parents, cope with the challenges and the demands of raising your child with
ASD?
3. Can you kindly share about the parenting and disciplining practices you use and
what the challenges are, if any, in working with the other parent to practice them?
4. How has your relationship as parents evolved or changed since you began to care
for your child?
5. How would you describe the current parent relationship? Are there any challenges
or rewarding experiences that you would like to discuss that you find are directly
related to the care of your child?
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APPENDIX D
PARENT QUESTIONNAIRE
Raising a child with ASD study
Participant #: ____________________ (no names) Date: ________________________
Please answer the following questions:
Gender:
 Male
 Female
Age:
____________________________
Race/Ethnicity you most closely identify with:
 Caucasian
 Black/African American
 Hispanic/Latino
 Asian
 Other: _______________________________________
Present occupation: ________________________________________________
Current health: ____________________________________________________
Religious affiliation that you most closely identify
with______________________
Highest level of education completed:
 High School
 Bachelor’s Degree
 Master’s Degree
 Doctoral Degree
 Other: _________________________________
Marital Status (check all that apply):  Single
 Married
 Divorced
 Separated
 Cohabitating
Years in current relationship: _________________________________________
Number of children: ________________________________________________
Number of children with an ASD: ______________________________________
Number of children living at home: ____________________________________
Children’s gender, age and illness/condition:
Birth Order
Gender (Male/Female)
First child
Second child
Third child
Fourth child
Fifth child
Sixth child
Family history of illness/condition:
Condition
Congenital defects
Mental retardation
Cerebral palsy
Muscle disorder

Age

Relationship
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Illness/Condition

Psychiatric problems
Emotional problems
Nervous problems
Heart disease
Hearing disorders
Allergies
Learning disability
Autism spectrum disorder
Other:
How many hours per week do you typically spend on the following:
Paid work: ____________________ Housework: ______________________
Child care: ___________________ Leisure: _________________________
Being with spouse: ______________ Being with child(ren): ________________
Being with spouse and child(ren): ____________________________________
Caring for child with ASD: _______ Participating in ASDTreatment: _________
Being with friends or extended family: _________________________________
Types of ASD treatments:
 Behavioral intervention
 Speech therapy
 Occupational therapy
 Biomedical (medication)
 Complementary and alternative treatment
(Specify):__________________________________________________________
__________________________________________________________________
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APPENDIX E
PARENTS' DEMOGRAPHICS
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Parent (Gender)
Melissa (F)

Age Race/Ethnicity
48 Hispanic

Occupation
Education coordinator

Education
Master’s

ASD Child Age (Gender) Diagnosis Age
14 (F)
11

Lourdes (F)

49

Hispanic

Homemaker

Master’s

8 (M)

4

Bruce (M)

50

Hispanic

Teacher

Master’s

8 (M)

4

Anita (F)

29

Hispanic

Office manager

High school

7 (M)

Dolores (F)

43

Caucasian

Homemaker

Bachelor’s

6 (M) & 6 (M)

Estella (F)

38

Hispanic

Homemaker

Bachelor’s

5 (M)

3

Adrian (M)

54

Haitian

Food server

Bachelor’s

14 (F) & 6 (M)

4 & 2.5

Rachel (F)

44

Hispanic

Receptionist shift manager

High school

14 (F) & 6 (M)

4 & 2.5

Tameka (F)

37

Black/African American Teacher

Master’s

5 (M)

4

Denyse (F)

47

Black/African American Homemaker, Art ed consultant

Master’s

5 (M)*

4.33

Natalie (F)

38

Black/African American Procurement manager IT

High school

5 (M)

2.5

Desiree (F)

45

Black/African American Product manager

High school

15 (M)

2.5

April (F)

35

Black/African American Corporate social responsibility

High school

10 (M) & 5 (M)

3&3

Kathy (F)

45

Black/African American Homemaker

Bachelor’s

9 (M)

Ryan (M)

41

Black/African American Voice actor/ Audio engineer

Bachelor’s

7 (M)

2

Keisha (F)

40

Black/African American Housing case manager

Bachelor’s

7 (M)

2

Alicia (F)

42

Hispanic

Master’s

3.5 (F)

2

Bethany (F)

42

Black/African American Digital records coordinator

Associate’s +

6.5 (M)

2.5

Sarah (F)

48

Caucasian

Homemaker

High school

14 (M)

2.5

Daniel (M)

48

Caucasian

Truck driver

Some college

14 (M)

2.5

Lauren (F)

36

Hispanic

Family support specialist/Outreach coordinator HS/ Certificate

13 (M) & 8 (F)

11.5 & 8

Malory (F)

40

Black/African American Homemaker/Theater producer/ Playwright

Some college

6 (M) & 4 (M)

2&2

Janelle (F)

41

Caucasian/Hispanic

Bachelor’s

9 (M)

2

Keith (M)

50

Black/African American Law enforcement

Other

15 (M)

2.5

Jeremy (M)

39

Black/African American Bus operator

High school

6 (M)

4

Medical social worker

Student

APPENDIX G
ADAPTABILITY AND RESILIENCY MODEL

Autism

Outcomes
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Spiritual/
Religious
Consciousness

Settled into
Insecurities

Conjuring a
Strong Self

A Need to
Know

Advocacy and
Mentorship

Shared
Support

Resilience &
Adaptability

Family over Time
Survival

Distress

